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AIDS  FUNDING  ISSUES 


TUESDAY,  JANUARY  16,  1990 

House  of  Representatives, 
Task  Force  on  Human  Resources, 

Committee  on  the  Budget, 

San  Francisco,  CA. 
The  Task  Force  met,  pursuant  to  notice,  at  9  a.m.,  in  the  19th 
Floor  Ceremonial  Courtroom,  Phillip  Burton  Federal  Building,  San 
Francisco,  CA,  Hon.  Barbara  Boxer,  Chair  of  the  Task  Force,  pre- 
siding. 

Mrs.  Boxer.  Good  morning,  everybody.  We  are  going  to  start 
without  the  microphones  and  hope  you  can  hear  us.  As  soon  as  the 
mikes  go  on,  they  go  on.  The  mayor  has  a  hectic  schedule  and  I 
want  to  make  a  very  brief  opening  statement. 

Welcome  to  the  Budget  Committee's  Task  Force  on  AIDS.  Actu- 
ally the  entire  task  force  is  called  Human  Resources.  We  are  re- 
sponsible for  about  one-half  of  the  Federal  budget.  The  President 
submits  the  budget  to  the  Congress  and  the  various  task  forces  of 
the  Budget  Committee  look  at  that  budget  and  decide  what  we 
think  the  priorities  should  be. 

The  President  has  not  submitted  the  budget  at  this  time;  but  we 
understand  reports  say  that  the  budget  for  AIDS  will  most  likely 
be  very  close  to  what  it  was  last  year. 

Today  we  stand  at  a  crossroads  in  the  HIV  epidemic.  Before  us 
lies  the  opportunity  to  turn  this  daunting  disease  from  an  almost 
universally  fatal  illness  to  a  chronic,  manageable  infection.  To  do 
this  will  require  a  substantial  Federal  commitment  to  financing 
and  delivering  services  that  so  far  has  been  aggressively  resisted  by 
the  Administration.  Should  they  continue  to  resist  after  all  we 
know  about  AIDS,  they  are  in  essence  saying  that  the  lives  of 
nearly  1  million  HIV  infected  Americans  are  not  worth  the  effort 
and  that  the  work  of  thousands  of  medical  researchers  has  been  in 
vain. 

Paradoxically,  it  is  the  Federal  Government  which  has  invested 
hundreds  of  millions  of  dollars  in  the  development,  testing  and  ap- 
proval of  anti-retroviral  drugs  and  treatments  for  opportunistic  in- 
fections for  HIV  disease.  We  have  committed  enormous  resources 
and  talent  to  make  early  intervention  a  reality,  yet  the  Adminis- 
tration stops  at  the  point  of  making  these  drugs  available  to  all 
who  are  unable  to  secure  life-saving  treatments  through  their  own 
means. 

The  Federal  Government  has  acted  before  in  times  of  other  medi- 
cal crises.  In  the  case  of  tuberculosis,  polio,  hemophilia,  and  more 
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recently,  sexually  transmitted  diseases,  the  Government  has  moved 
systematically  to  quickly  treat  and  prevent  these  diseases. 

The  Centers  for  Disease  Control  projects  70,000  AIDS  cases  for 
1991.  We  have  a  chart  that  shows  you  the  projected  cases.  It  is  on 
an  ever  upward  climb.  Only  a  well-financed,  coordinated  Federal 
effort  will  dramatically  change  those  numbers.  Nonetheless,  the 
Administration  has  not  signaled  a  major  increase  in  the  AIDS 
budget.  If  this  message  stands,  the  Administration  will  continue  to 
walk  away  from  the  responsibility  for  patient  care  and  dump  it 
onto  cities.  States,  private  organizations,  and  individuals  already 
overwhelmed  by  the  cost  of  this  epidemic.  We  cannot  let  this 
happen. 

We  are  here  to  learn  from  your  experience  and  gather  the  evi- 
dence we  need  to  persuade  the  Congress  of  the  value  and  need  to 
fund  early  intervention  and  to  extend  a  real  helping  hand  in  the 
form  of  needed  Federal  dollars  to  those  cities  and  regions  devastat- 
ed by  the  cost  of  having  cared  for  the  hundreds  of  thousands  of 
Americans  with  HIV.  I  salute  your  courage  and  tenacity  in  this 
valiant  struggle  to  control  and  end  the  HIV  epidemic  and  eagerly 
await  your  advice. 

You  can  see  the  blue  chart  shows  the  cities  that  are  the  most 
heavily  impacted.  We  can  see  that  San  Francisco,  Los  Angeles,  and 
New  York  are  the  three  heavily  impacted  areas. 

I  am  very,  very  pleased  that  my  colleague  Jack  Buechner,  who 
sits  on  the  other  side  of  the  aisle  and  has  been  a  very  progressive 
member  of  the  Budget  Committee  when  it  comes  to  AIDS,  is  with 
us  today.  He  is  from  St.  Louis.  It  is  my  honor  to  introduce  him  to 
you  and  ask  if  he  has  any  opening  statement. 

Mr.  Buechner.  Thank  you,  Barbara.  I  would  like  to  compliment 
Congresswoman  Boxer  for  providing  the  forum  for  this  hearing. 

I  think  everyone  knows  that  AIDS  has  reached  out  and  touched 
more  families  than  probably  Americans  ever  believed  it  would 
touch,  mine  included.  As  those  of  us  who  are  in  elective  office  have 
to  deal  with  the  very  difficult  task  of  trying  to  assimilate  informa- 
tion and  provide  resources,  it  is  hearings  like  this  that  give  us  the 
opportunity  to  know  what  is  going  on  in  the  real  world,  what  is 
going  on  in  places  other  than  one  in  which  we  live;  but  more  im- 
portantly, to  let  us  know  what  hopefully  the  future  will  bring. 

There  is  much  that  we  have  to  do.  Obviously,  money  is  also  a 
very  important  element  in  this.  But  the  knowledge  that  your  infor- 
mation will  provide  us  hopefully  will  make  us  better  Members  of 
Congress  and  allow  us  to  be  able  to  talk  to  our  fellow  Members  and 
to  exhort  them  to  do  what  is  the  right  thing. 

We  do  not  need  to  lose  our  brothers  and  sisters  and  our  children 
to  a  terrible  disease  if  there  is  some  way  we  can  bring  about  an 
end  to  the  suffering  and  hopefully  an  end  to  the  dismal  outlook 
that  so  many  Americans  feel  about  this  dreadful  disease. 

I  am  honored  to  be  part  of  this  Task  Force;  but  more  importantly 
from  Congresswoman  Boxer's  and  my  perspective,  hopefully  you 
will  share  with  us  the  knowledge  that  you  have  so  that  we  can  use 
it  to  help  bring  some  alleviation  to  the  suffering  and  hopefully 
more  resources  to  go  to  this  terrible  disease.  Thank  you. 

Mrs.  Boxer.  Thank  you  so  much.  Congressman  Buechner. 
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It  is  my  honor  to  ask  Mayor  Art  Agnos  to  approach  the  witness 
table  and  to  say  by  way  of  introduction  that  he  has  been  in  the 
front  lines  of  this  battle  against  AIDS  from  the  time  he  was  in  the 
assembly;  that  he  is  one  of  the  experts.  This  is  not  something  that 
any  of  us  wanted  to  be.  If  anyone  told  us  so  many  years  ago  that 
we  would  be  faced  with  this  crisis,  we  couldn't  have  believed  it. 

Here  is  someone  who  dealt  with  this  issue  and  is  now  on  the 
front  lines  of  the  battle.  As  we  talk  about  impact  aid,  disaster  aid, 
we  are  looking  at  the  cities  that  are  impacted,  San  Francisco  is 
there.  It  is  our  honor  to  hear  from  the  leader  of  the  city  of  San 
Francisco,  Mayor  Art  Agnos. 

STATEMENT  OF  HON.  ART  AGNOS,  MAYOR,  SAN  FRANCISCO,  CA 

Mr.  Agnos.  We  are  delighted  to  have  you  in  our  city.  Congress- 
man Buechner,  it  is  finally  good  to  see  the  person  whose  quote  I 
have  been  stealing  all  these  years,  the  one  where  everybody  wants 
to  get  to  Heaven  but  nobody  wants  to  die  to  get  there.  I  have  not 
been  giving  you  the  credit  for  it.  In  reading  your  biography  I  find 
out  you  were  the  source  of  that. 

Mr.  Buechner.  Actually,  Mayor,  that  is  an  Ozark  saying.  I  am 
from  the  suburban  area.  I  paraphrased  it. 

Mr.  Agnos.  We  thank  you  for  your  leadership  in  this  very  impor- 
tant matter  to  our  city,  our  State,  and  indeed  our  Nation,  even 
though  many  parts  of  it  don't  realize  it  yet. 

I  have  with  me  Chris  Collins,  who  is  the  paid  staff  member  to 
the  HIV  Task  Force,  the  Mayor's  HIV  Task  Force  that  I  will  be 
speaking  about.  He  will  be  backing  me  up  as  well  as  Lee  Smith, 
who  will  be  speaking  next.  Mr.  Collins  is  paid  by  the  HIV  Task 
Force  and  was  funded  by  Morrison  &  Foerster,  one  of  the  prestigi- 
ous law  firms  in  San  Francisco;  Levi  Strauss  &  Co.,  as  well  as 
Kaiser  Hospital,  which  we  will  be  talking  a  little  bit  more  about. 

Mrs.  Boxer.  Mr.  Mayor,  I  want  to  make  sure.  Can  people  hear 
the  Mayor?  We  need  to  do  something  about  the  microphones. 

Mr.  Agnos.  I  hope  this  is  working  now. 

Mrs.  Boxer.  Project. 

Mr.  Agnos.  Okay. 

This  past  week.  Madam  Chairwoman,  and  Congressman 
Buechner,  my  Task  Force  on  the  HIV  Epidemic  released  its  report 
on  care  needs  to  the  city.  We  believe  it  is  an  important  enough 
statement  for  the  State  and  Nation.  They  stated  clearly  the  San 
Francisco  model,  which  has  drawn  national  and  worldwide  atten- 
tion for  its  compassion  and  effectiveness,  is  near  collapse.  Since 
this  epidemic  began,  there  have  been  more  than  5,000  deaths  in 
our  city.  That  is  more  San  Franciscans  that  who  were  killed  in 
World  War  I,  World  War  II,  Korea,  and  Vietnam  combined  and 
then  tripled. 

That  is  a  total  for  the  last  10  years.  In  the  next  3  years,  we  esti- 
mate that  another  5,000  San  Franciscans  will  die  in  this  epidemic. 
Nearly  another  5,000  will  be  diagnosed  and  living  with  AIDS  in  the 
next  3  years. 

Those  numbers  alone  would  give  us  reason  to  conclude  that  the 
San  Francisco  model  is  near  collapse.  But  what  threatens  us  most 
of  all  is  not  the  grim  inevitability  in  this  epidemic,  it  is  that  now 
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for  the  first  time  there  is  reason  to  hope  that  we  can  stave  off 
death  with  early  intervention  treatments.  Yet  hope  that  science 
and  research  has  bought  comes  at  a  price  that  the  government 
simply  won't  pay. 

Until  a  year  ago,  the  San  Francisco  model  was  primarily  AIDS 
education,  outpatient  hospital  care,  and  hospice.  There  wasn't 
much  in  between.  Last  June,  at  the  Montreal  International  AIDS 
Conference,  Dr.  James  Mason  announced  the  U.S.  Government 
would  shortly  approve  aerosol  pentamadine  to  prevent  pneumonia 
in  people  with  AIDS.  It  was  a  major  breakthrough.  In  San  Francis- 
co, over  half  those  who  have  died  have  died  from  pneumonia. 

At  that  conference,  Dr.  Mason  also  said  it  was  his  duty  as  a  Fed- 
eral health  policy  leader  to  see  that  all  those  who  needed  this 
treatment  would  get  it.  But  it  simply  hasn't  happened.  Federal 
rules  will  not  pay  for  early  treatment  prior  to  when  pneumonia 
sets  in.  They  will  pay  the  estimated  $17,000  in  hospitalization  costs 
after  pneumonia  has  set  in. 

But  even  though  this  would  pay  for  16  years  of  intervention 
treatments,  those  $17,000  in  hospital  costs  would  pay  for  some  16 
years  of  early  intervention  treatments,  they  will  not  pay  to  prevent 
pneumonia  in  those  who  are  extremely  vulnerable  to  it.  San  Fran- 
cisco and  California  does  pay  for  it.  This  State  is  the  only  one  of  50 
States  that  will  pay  for  early  intervention  and  we  do  it  entirely 
with  State  and  local  dollars.  There  is  something  seriously  wrong 
with  a  Federal  policy  that  requires  people  to  go  to  death's  door 
before  they  find  a  welcome  mat. 

The  standard  we  follow,  and  the  standard  I  am  here  to  urge  be 
the  basis  for  your  budget  resolution,  provides  care  for  those  who 
would  benefit  from  treatment,  not  just  those  who  are  dying  because 
they  didn't  get  treatment  earlier  on.  But  this  city  cannot  do  it 
alone.  Already  more  than  1  in  every  10  city  dollars  we  spend  goes 
to  AIDS. 

We  have  used  those  city  funds  to  pioneer  education  programs, 
outreach  programs,  and  care  programs.  But  too  often  we  have  seen 
the  Federal  Government  fund  demonstration  projects  based  on  our 
successes,  based  on  models  that  we  have  developed  here,  and  copied 
for  use  elsewhere,  and  then  rule  our  city  ineligible  because  we  al- 
ready have  the  program.  It  has  become  known  as  the  San  Francis- 
co penalty.  We  provide  care  now  and  lose  funding  later  when  the 
rest  of  the  country  realizes  its  value  works. 

Knowing  the  city  government  could  not  do  it  alone  last  year  I 
named  a  Mayor's  Task  Force  on  the  HIV  Epidemic.  It  was  the  first 
in  our  city,  and  perhaps  the  first  in  any  city,  to  include  representa- 
tives from  every  sector  of  city  life,  particularly  the  corporate  and 
business  world,  religion,  health  care,  neighborhoods,  labor,  and 
many  others. 

I  gave  them  a  mandate  to  examine  what  San  Francisco  needs  for 
a  comprehensive  and  compassionate  program  to  combat  AIDS  and 
to  stop  its  spread.  I  asked  them  for  a  strategy  involving  both  the 
public  and  private  sector  of  all  of  San  Francisco,  not  just  the  com- 
munities hardest  hit  or  the  volunteer  agencies  that  have  carried 
the  burden  so  well,  so  far. 

They  have  now  issued  recommendations  that  are  clear  and  com- 
pelling, and  they  identified  what  we  need  to  pay.  We  spend  $12 
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million  from  all  sources  for  prevention  programs  now;  we  need  $25 
million.  We  spend  $13  million  from  all  sources  for  prevention 
among  IV  drug  users  now;  we  need  to  spend  $31  million.  We  spend 
between  $10  and  $25  million  from  all  sources  on  early  intervention; 
we  need  to  spend  $103  million.  We  spend  $123  million  on  a  continu- 
um of  care  and  we  need  to  spend  $151  million.  In  all,  the  gap  we 
face  is  between  $137  and  $152  million  next  year. 

To  close  that  gap,  we  are  marshalling  our  resources  into  a  uni- 
fied strategy.  The  task  force  recommended  that,  as  Mayor,  I  desig- 
nate a  Standards  of  Care  Committee  to  establish  guidelines  on 
early  treatment.  If  private  companies  and  insurers  believe  there  is 
a  level  playing  field  and  that  each  faces  the  same  commitments, 
then  they  have  indicated  a  willingness  to  include  early  treatment 
in  standard  health  care  programs.  As  Mayor,  responsible  for  a  city 
work  force  of  some  25,000  employees,  I  will  make  the  city  of  San 
Francisco  a  model  employer  by  working  with  our  insurers  to  pro- 
vide this  level  of  care  for  our  employees. 

I-  believe  that  the  private  sector  will  join  us  and  that  what  we 
begin  in  San  Francisco  can  become  a  new  national  model  for  a 
public-private  partnership  in  care  standards.  But  that  will  not  be 
enough.  We  have  refined  our  participation  in  existing  Federal  pro- 
grams, and  our  success  in  documenting  actual  needs  resulted  in 
over  $5.6  million  in  Federal  funding  to  reduce  waiting  lists  of  sub- 
stance abuse  treatment  programs. 

We  have  been  creative  in  using  other  funds  such  as  Community 
Development  Block  Grants  to  provide  housing  for  the  homeless 
with  AIDS  and  ARC.  But  these  steps  are  not  enough.  While  we 
stretch  ourselves  as  never  before  and  still  fall  short,  we  are  deeply 
disturbed  by  the  indications  that  Congress  may  not  stretch  the 
budget  for  AIDS  at  all. 

Last  year,  for  the  first  time,  Congress  appropriated  less  for  AIDS 
than  it  knew  had  been  proposed  by  the  U.S.  Public  Health  Service. 
In  all,  some  $1.7  billion  was  budgeted,  not  the  $2.2  billion  sought 
by  the  U.S.  Public  Health  Service.  This  year,  given  the  congression- 
al climate  and  the  Rudman  restrictions,  that  $1.7  billion  may  also 
become  this  year's  ceiling.  That  will  happen  unless  the  budget  reso- 
lution includes  meeting  the  real  costs  that  we  are  facing  all  over 
America. 

I  began  by  comparing  the  number  of  deaths  in  our  city  from 
AIDS  to  the  deaths  of  San  Franciscans  who  have  fought  in  all  of 
our  Nation's  major  wars.  I  did  that  because  today  as  you  deliber- 
ate, we  are  entering  a  national  debate  about  a  peace  dividend  be- 
cause we  are  reassessing  our  Nation's  defense  requirements.  In  my 
opinion,  the  battle  against  AIDS  is  a  matter  of  our  national  de- 
fenses. 

So  far  the  record  from  Washington  is  to  treat  this  as  somebody 
else's  war.  This  is  not  somebody  else's  war.  If  this  city,  of  all  cities, 
falls  so  far  behind  that  our  program  is  near  collapse  or  does  col- 
lapse, all  the  world  will  shudder  at  what  it  means  for  them. 

It  will  mean  that  each  city,  each  person  will  have  been  left  to 
cope — and  die — on  their  own.  It  will  mean  that  no  help  is  on  the 
way.  In  San  Francisco,  the  Mayor's  Task  Force  on  the  HIV  Epi- 
demic marks  a  firm  commitment  that  we  are  making  to  each  other 
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to  provide  help,  and  obviously  we  need  the  Congress  to  not  only 
join  us  but  to  lead  us. 

I  have  with  me  today,  who  will  be  speaking  with  you  shortly, 
after  Dr.  Rutherford  I  believe,  Lee  Smith,  president  of  Levi  Strauss 
International  and  a  member  of  the  task  force,  who  a  year  ago 
frankly  didn't  know  a  thing  about  AIDS  except  what  he  had  read 
as  an  informed  citizen  in  our  city;  but  in  the  past  year  has  made 
such  a  commitment  to  it  that  he  rearranged  his  international 
travel  schedule  as  a  busy  corporate  executive  to  focus  on  the  meet- 
ings of  the  task  force  throughout  the  past  year.  And  our  city  and 
this  Mayor  is  grateful  to  him  for  his  leadership  in  this  area. 

Thank  you  for  your  attention.  We  look  forward  to  a  positive 
result. 

[The  prepared  statement  of  Mayor  Agnos,  with  attachment,  may 
be  found  at  end  of  hearing.] 

Mrs.  Boxer.  Mr.  Mayor,  thank  you  very  much  for  coming  here 
today.  I  think  your  report  that  you  released  the  other  day  made  a 
major  impact  in  this  Nation.  San  Francisco  has  been  the  leader 
and  you  were  right:  If  the  system  doesn't  work  and  we  were  the 
leader,  then  we  see  what  is  going  to  come.  We  can't  accept  it. 

I  have  a  question  to  ask  you.  I  know  you  have  moved  creatively 
in  a  number  of  areas — and  maybe  you  are  not  prepared  to  answer 
this  in  detail.  If  not,  that  is  okay,  too.  What  I  am  looking  at,  and 
will  share  with  Congressman  Buechner,  is  as  we  look  at  these  cities 
that  are  so  disproportionately  hit  with  the  epidemic — this  is  a  pie 
chart  over  here  that  shows  the  same  thing.  You  can  see  the  differ- 
ent cities  and  the  proportionate  number — percentage  of  cases  they 
have.  We  are  thinking  of  designing  some  kind  of  disaster  aid  type 
of  program— just  as  you  would  for  any  other  disaster — and  moving 
it  forward. 

You  have  identified  the  areas  where  you  need  the  most  help.  Is  it 
most  helpful  for  you  if  we  are  able  to  increase  one  of  the  current 
programs  or  to  set  up  a  new  program?  Are  certain  programs  more 
successful?  I  don't  know  what  happens  once  we  vote  on  it,  if  they 
are  too  bureaucratic.  What  programs  are  the  easiest  for  you  to 
work  with? 

Mr.  Agnos.  Madam  Chairwoman,  I  would  respectfully  suggest 
you  pursue  the  notion  of  a  disaster  relief  program.  That  is  the  way 
we  do  for  tornadoes  in  some  parts  of  the  country,  or  hurricanes,  or 
obviously  earthquakes.  And  then  allow  the  local  government  that 
is  dealing  with  it  on  the  firing  lines  to  use  the  money  as  they  need, 
perhaps  by  telling  you  how  they  are  going  through  applying  for 
that  and  demonstrating  what  they  are  going  to  do. 

But  for  you  to  pick  a  program  from  a  long  distance  may  not  fit 
the  exact  needs  of  the  particular  area  you  are  trying  to  help, 
whether  it  is  Los  Angeles,  San  Francisco,  New  York,  or  someplace 
in  between.  What  I  would  recommend  is  the  notion  of  a  disaster 
response,  but  allowing  for  the  kind  of  flexibility  through  Federal 
oversight  that  would  allow  each  major  disaster  area  to  decide  how 
it  is  going  to  use  the  money  in  its  best  interest. 

San  Francisco,  for  example,  is  further  along  than  other  places 
and  may  choose  to  use  the  money  in  a  way  that  other  cities  are  not 
prepared  to  do  yet.  So  we  would  like  to  have  the  opportunity  to 
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demonstrate  what  we  think  would  be  most  effective  when  you  are 
ready  to  help  us  with  it. 

Mrs.  Boxer.  So  you  are  saying  the  most  flexibility  and  have  the 
Federal  Government  ask  you  for  a  plan  so  we  know  how  you  are 
going  to  use  it? 

Mr.  Agnos.  Yes. 

Mrs.  Boxer.  I  see  here  what  you  need.  It  is  very  obvious  where 
you  have  the  shortfall.  Congressman  Buechner. 

Mr.  Buechner.  Mayor,  you  pointed  out  about  the  problem  San 
Francisco  has  had  in  that  you  have  developed  innovative  programs 
that  have  in  effect  been  a  nonfunded  pilot  program.  Then  the  Fed- 
eral health  system  has  then  adopted  those  as  pilot  programs  to  be 
used  by  other  cities. 

Is  there  a  way  that  you  or  your  staff  could  find  that  the  wording 
of  the  Federal  programs  could  be  applied  retroactively? 

Mr.  Agnos.  We  will  certainly  look  at  that  and  prepare  the  lan- 
guage for  you.  Basically,  what  it  says  is  if  it  is  functioning,  they 
don't  fund  it  because  it  is  an  established  program. 

Mr.  Buechner.  I  am  thinking  of  a  little  bit  of  language  that 
might  effectively  give  a  priority  to  rewarding  those  either  govern- 
ments or  subdivisions  that  would  come  up  with  innovative  ideas 
that  having  been  proven  successful,  there  would  be  a  reward  to 
them  as  opposed  to  simply  saying  gee,  that  was  a  great  idea;  now 
we  will  give  money  to  people  who  implement  it. 

Mr.  Agnos.  Thank  you.  We  will  do  that.  What  we  are  looking  for 
is  an  opportunity  to  share  the  information.  What  happens  is  when 
we  have  to  absorb  much  of  our  local  resources  for  this  when  other 
cities  are  getting  help  with  it,  it  retards  our  ability  to  strike  out 
each  in  newer  areas  that  could  be  helpful  as  we  discover  the  newer 
programs  and  the  solutions  that  might  be  helpful. 

I  cannot  tell  you  how  many  national  and  international  health 
people  come  through  my  office — even  more  so  in  the  Public  Health 
Department — studying  what  we  have  done.  We  are  in  effect  tutors 
for  the  rest  of  the  country,  and  indeed  the  rest  of  the  world,  with 
the  programs  that  we  have  developed,  both  in  the  private  sector, 
nonprofit  sector.  There  are  people  like  Ruth  Brickner,  who  devel- 
oped Open  Hand,  one  of  the  national  and  internationally  renowned 
programs. 

If  we  have  to  fund  those  with  local  dollars,  we  can't  try  new  pro- 
grams that  might  be  even  more  successful  in  the  future  in  dealing 
with  the  area  we  want  to  go  in,  which  is  early  intervention.  This 
kind  of  support  would  be  extremely  important  to  us.  We  will  look 
forward  to  giving  that  to  you. 

Mr.  Buechner.  Thank  you  very  much. 

Mrs.  Boxer.  Mr.  Mayor,  we  thank  you.  Just  before  you  leave,  I 
want  to  bring  special  good  wishes  from  our  dear  friend,  Nancy 
Pelosi,  who  has  a  statement  for  the  record.  We  will  see  that  is  done 
right  now. 

[The  prepared  statement  of  Hon.  Nancy  Pelosi  may  be  found  at 
end  of  hearing.] 

Mrs.  Boxer.  This  afternoon  before  we  go  to  Los  Angeles  where 
we  have  a  similar  hearing  with  Mayor  Bradley,  Mr.  Buechner  will 
be  going  on  a  tour  to  see  some  of  the  San  Francisco  model.  Dr. 
Steve  Moran  of  Nancy  Pelosi's  office  will  be  accompanying  him.  He 
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will  have  a  good  idea  of  what  we  mean  when  we  say  the  San  Fran- 
cisco model.  He  will  be,  I  think,  very  impressed  with  this.  When  we 
go  back  to  Washington,  this  is  what  it  is  all  about. 
We  thank  you  for  helping  us  today. 

Mr.  Agnos.  I  am  sure  you  know  this,  but  Congressman,  I  would 
tell  you  the  San  Francisco  model  is  not  something  we  sat  back  and 
designed  as  a  grand  strategy.  It  was  a  community  coming  together 
for  lack  of  any  other  support  an5^here  else,  including  the  State, 
that  said  how  do  we  help.  We  have  private  individuals,  volunteer 
organizations  stepping  in  to  fill  the  need  as  they  saw  it  beginning 
in  1980-81,  when  this  disease  didn't  even  have  a  name  and  people 
began  to  deal  with  its  s5Tnptoms  and  soon  what  it  really  was. 

So  I  don't  want  you  to  be  misled  with  what  you  will  see  as  some- 
thing that  the  city  had  an  idea  and  a  notion  of,  a  concept  of  from 
the  very  beginning.  It  is  a  community  filling  in  the  terrible  absence 
of  anything  else  and  doing  an  extraordinary  job,  and  has  patched 
together  a  model  which  is  a  system  which  is  called  the  San  Fran- 
cisco model.  It  now  has  gained  the  kind  of  attention  we  have 
spoken  about.  In  order  for  us  to  keep  alive  and  to  allow  it  to  grow, 
the  kind  of  things  you  will  be  hearing  about  today  will  be  neces- 
sary. 

Thank  you  so  much. 

Mrs.  Boxer.  Thank  you  very  much,  Mr.  Mayor. 

What  we  are  going  to  do  next,  because  of  talk  about  the  view 
from  the  private  sector  of  one  of  the  finest  corporations  that  oper- 
ates in  this  area,  is  hear  from  a  very  progressive  corporation  in 
terms  of  health  care  and  the  way  they  deal  with  their  employees 
and  so  on. 

Mr.  Smith,  I  bring  you  special  greetings  from  Peg  Pritchard.  I 
am  delighted  to  see  you  here.  I  would  ask  you  to  proceed.  You  may 
either  read  your  testimony  in  whole  or  in  part  or  you  can  summa- 
rize it.  Whatever  you  need,  go  ahead. 

STATEMENT  OF  LEE  SMITH,  PRESIDENT,  LEVI  STRAUSS  INTER- 
NATIONAL, ACCOMPANIED  BY  CHRIS  COLLINS,  MEMBER,  HIV 
TASK  FORCE 

Mr.  Smith.  Thank  you  very  much. 

As  stated,  I  am  Lee  Smith.  I  am  both  a  member  of  Mayor  Agnos' 
HIV  Task  Force  and  president  of  Levi  Strauss  International.  With 
me  is  Chris  Collins,  the  full-time  staff  member  of  the  Mayor's  HIV 
Task  Force. 

As  you  know,  our  community  is  one  that  has  worked  hard  to 
garner  the  resources  necessary  to  meet  the  needs  of  those  affected 
by  HIV.  Our  community-based  organizations,  our  local  govern- 
ments, and  the  local  business  community  were  some  of  the  first  re- 
sponders  in  their  fields  to  meet  the  grave  needs  presented  by  AIDS. 
Nevertheless,  my  year  on  the  Mayor's  HIV  Task  Force  has  brought 
me  face  to  face  with  the  harsh  reality  created  by  a  prolonged  epi- 
demic. Quite  simply,  the  duration  and  scope  of  the  HIV  crisis  has 
outpaced  the  currently  available  resources  to  fight  it. 

Today  you  will  hear  

Mrs.  Boxer.  Mr.  Smith,  I  just  have  one  question.  Do  you  have 
extra  copies  of  your  testimony? 
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Mr.  Smith.  I  do.  They  are  on  the  table  to  my  left. 

Mrs.  Boxer.  I  also  want  to  ask,  can  you  hear  in  the  back?  How 
many  cannot  hear?  Speak  up  as  loudly  as  you  can.  I  apologize  for 
the  interruption. 

Mr.  Smith.  Today  we  will  hear  others  outlining  the  discrepancies 
between  the  limits  of  local  resources  and  the  exploded  needs  of  the 
HIV  disease.  This  discrepancy  is  daunting,  but  with  your  help,  it  is 
also  surmountable. 

Each  of  us  have  unique  resources  we  can  and  must  contribute  to 
the  fight  against  AIDS.  I  believe  that  is  as  true  in  the  San  Francis- 
co business  community  as  it  is  for  members  of  your  committee.  Let 
me  speak  first  to  the  role  I  believe  is  appropriately  assumed  by  the 
business  community  here  in  San  Francisco. 

The  Mayor's  HIV  Task  Force  has  identified  seven  essential  ways 
we  can  fight  HIV.  I  wholly  endorse  these  recommendations  and  be- 
lieve their  implementation  will  go  a  long  way  toward  easing  the 
horrible  toll  HIV  is  exacting  in  the  Bay  Area. 

First,  we  must  educate  employees  and  continually  restate  the 
facts  about  HIV  transmission.  For  many  adults,  the  workplace  is 
the  only  place  where  this  lifesaving  information  will  be  available. 
We  cannot  miss  the  opportunity  to  educate  and  inform  this  sector 
of  our  society. 

Second,  the  business  community  must  improve  health  benefits 
and  access  to  decent,  affordable  health  care  for  its  employees.  AIDS 
is  exacerbating  an  already  overburdened  and  costly  health  care 
system.  The  business  community  should  lead  the  way  in  addressing 
systemic  changes  necessary  to  lower  health  costs,  provide  access  to 
treatment  for  those  in  need,  and  prevent  or  delay  disease  progres- 
sion. 

The  private  sector  must  carry  its  share  of  the  health  care  burden 
without  instituting  or  condoning  unfair,  discriminatory  practices  in 
private  insurance  coverage.  This  is  critical  to  implementing  sane, 
early  intervention  programs  making  the  life-extending  drugs  avail- 
able through  insurance  coverage  to  all  who  require  them. 

Third,  we  need  to  recruit  volunteers  to  provide  much-needed 
skills  and  labor  for  AIDS-related  services  in  the  Bay  Area.  To  date, 
a  heroic  effort  has  been  made  by  many.  Literally  hundreds  of  thou- 
sands of  hours  have  been  voluntarily  given  to  support  the  San 
Francisco  model  of  community-based  care;  but  the  past  and  current 
volunteers  cannot  keep  up  with  the  burgeoning  caseload.  They  are 
shouldering  a  disproportionate  share  of  the  responsibility  for  han- 
dling an  epidemic  that  is  a  communitywide  problem.  We  need  em- 
ployers to  proactively  encourage  their  people  to  volunteer. 

Fourth,  businesses  can  help  by  enhancing  skills  of  community- 
based  organizations.  Many  of  the  agencies  that  we  speak  of  in  the 
Bay  Area  are  now  multimillion  dollar  operations.  Businesses  can 
send  technical  assistance  in  such  areas  as  financial  and  long-range 
planning  and  personnel  development.  We  can  also  provide  in-kind 
services  like  photocopying,  transportation,  and  printing  capabili- 
ties. 

Fifth,  private  corporation  and  foundation  monies  are  essential 
for  our  agencies.  These  desperately  needed  funds  often  cover  vital 
programs  the  State  and  Federal  governments  cannot  or  will  not 
support. 
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Please  do  not  misunderstand  me.  In  an  epidemic,  the  Federal 
Government  has  and  is  expected  to  take  a  large  share  of  the  fund- 
ing responsibility.  Nevertheless,  responsible  corporations  and  busi- 
ness people  will  also  have  an  obligation  to  give  and  give  generously 
to  the  community-based  agencies  which  for  too  long  have  had  to 
bear  the  brunt  of  the  epidemic. 

Sixth,  businesses  must  work  to  stamp  out  discrimination.  In  our 
community,  AIDS-related  discrimination  often  takes  on  niore 
subtle,  though  no  less  insidious  forms.  The  presence  of  discrimina- 
tion is  costly  to  San  Francisco  businesses  and  to  people  with  the 
HIV  disease.  In  a  recent  San  Francisco  survey  of  self-iden titled  gay 
men  who  chose  not  to  be  tested  for  HIV  antibodies,  the  primary 
reason  was  fear  of  loss  of  health  insurance.  This  is  a  horrifying  fact 
and  a  justifiable  fear  on  the  part  of  these  men. 

If  individuals  could  possibly  benefit  from  antibody  testing,  treat- 
ment, or  monitoring,  they  must  be  able  to  come  forward  for  assist- 
ance without  fear  of  losing  their  health  benefits  altogether.  Dis- 
crimination against  those  with  HIV  disease  or  those  presumed  to 
be  infected  with  HIV  is  unwarranted,  unacceptable,  and  inhumane. 
It  must  be  abolished. 

Seventh,  and  finally,  the  business  community  must  actively  sup- 
port reasoned  public  policies.  Businesses  must  make  their  concern 
known  in  Washington  and  we  must  articulate  our  beliefs  regarding 
the  above  recommendations.  Rather  than  divert  scarce  resources  to 
fight  discriminatory  proposals  like  Prop  102,  we  need  to  support 
forward-looking  legislation  like  the  Americans  with  Disabilities 
Act. 

That  is  more  or  less  what  we  in  the  business  community  can  and 
will  do.  But  our  effectiveness  depends  upon  your  effectiveness. 
Here  is  what  you  can  do.  You  can  be  willing  to  take  political  risks 
and  support  impact  aid  and  disaster  relief  measures  so  that  ade- 
quate monies  are  appropriated  to  assist  cities  hardest  hit  by  HIV. 
You  can  respond  to  this  prolonged  crisis  with  the  same  urgency 
and  intensity  with  which  you  responded  to  the  earthquake. 

You  can  provide  and  encourage  a  well-informed,  reasoned  and 
expeditious  response  from  our  Federal  Government  to  assist  us  in 
ending  this  epidemic.  And  you  can  provide  this  community  with 
the  financial  resources  essential  to  fight  the  epidemic. 

We  can  work  together  and  succeed,  or  we  can  fail  each  other, 
and  consequently,  fail  our  community.  Thank  you  very  much. 

[The  prepared  statement  of  Mr.  Smith  may  be  found  at  end  of 
hearing.] 

Mrs.  Boxer.  Mr.  Smith,  I  am  deeply  moved  by  your  testimony. 
To  hear  the  business  community  speak  in  the  form  of  your  testimo- 
ny is  an  incredibly  refreshing  thing.  When  you  say  that  we  in  busi- 
ness will  support  the  Americans  with  Disabilities  Act,  I  wish  that 
all  business  shared  your  views.  I  wish  that  all  business  shared  your 
views  that  health  insurance  must  be  better  and  better  provided. 

I  am,  however,  very  encouraged  that  when  you  spoke,  you  did 
put  it  in  the  context  of  speaking  for  the  business  community.  I 
think  that  you  have  reason  to  believe  that  you  certainly  speak  for 
some  in  San  Francisco.  Again  San  Francisco  will  lead  the  way. 

I  am  going  to  savor  this  testimony.  I  am  going  to  send  it  to  all  of 
my  colleagues.  I  am  going  to  ask  Mr.  Buechner  if  he  would  join  me 
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in  doing  that  in  the  form  of  a  letter,  because  I  think  it  is  a  real 
breakthrough.  It  is  also  very  clear  what  you  are  telling  Mr. 
Buechner  and  me  is  that  you  in  the  business  community,  you  are 
willing  to  make  an  effort  matched  with  our  effort,  that  neither  can 
do  it  alone. 
Mr.  Smith.  Yes. 

Mrs.  Boxer.  That  is  absolutely  true. 

I  want  to  talk  to  you  about  the  confidentiality  question,  because  I 
think  it  is  so  important.  If  there  are  people  out  there — and  you  say 
there  are  and  we  know  there  are — who  simply  will  not  be  tested 
because  they  are  so  afraid  of  being  discriminated  against,  losing 
their  insurance,  job  discrimination,  what  it  means  is — and  I  say 
this  to  my  colleague — that  there  are  people  who  are  signing  their 
own  death  warrant,  because  we  know  now  that  early  intervention 
works  and  it  can  keep  people  going  for  maybe  up  to  10  j^ears  at  this 
point  and  soon  hopefully  longer  than  that;  and,  therefore,  for  some- 
one not  to  seek  early  intervention,  not  to  get  tested  because  of  the 
fear,  it  is  suicidal. 

If  we  are  not  doing  what  we  can  to  end  that  fear,  then  we  are 
somehow  in  complicity  with  that  decision.  It  is  very  upsetting. 

So  I  would  ask  you  directly  in  order  to  end  this  discrimination, 
do  you  think  a  Federal  statute  at  this  point  is  what  is  necessary 
across  the  board  to  make  it  a  crime  to  discriminate  against  people 
with  diseases,  including  HIV?  And  a  crime  to  not  keep  the  confi- 
dence? 

Mr.  Smith.  I  think  we  have  to  look  at  every  possibility  to  stamp 
out  discrimination.  Possibly  the  measure  that  you  speak  of  would 
be  effective  in  this  regard;  but  there  are  a  lot  of  things  we  can  do 
in  the  workplace  that  can  equally  affect  the  issue  and  work  to 
stamp  out  discrimination. 

I  personally  believe  that  education  is  perhaps  the  greatest  tool 
available  to  us;  and  I  think  education  in  the  workplace  has  been 
successful.  But  it  must  be  applied  on  a  very  consistent  and  contin- 
ual basis.  One  shot  does  not  do  it. 

So  I  think  there  are  things  that  can  be  done  at  all  levels  in  this 
community  at  the  state  and  at  the  Federal  level.  We  should  consid- 
er all  possible  levels  to  stamp  out  the  discrimination  which  is  so 
heinous  and  so  much  gets  in  the  way  of  the  fight  that  we  are  en- 
gaging in. 

Mrs.  Boxer.  What  upsets  me  is  even  after  someone  has  the  edu- 
cation and  understands  that  early  intervention  can  save  his  or  her 
life,  that  what  you  indicate  in  your  testimony  is  that  some  still 
won't  get  tested  for  fear  of  discrimination;  and  so  the  education  has 
to  go  hand  in  hand  with  the  antidiscrimination  laws.  Would  you 
not  agree? 

Mr.  Smith.  Yes. 

Mrs.  Boxer.  Mr.  Buechner. 

Mr.  Buechner.  Mr.  Smith,  I  was  interested  in  the  portion  you 
said  about — in  the  same  vein,  the  failure  of  the  workers  to  take 
these  tests  because  they  are  afraid  they  will  lose  their  health  insur- 
ance. I  would  like  to  know  what  experience  your  company  has  had 
in  dealing  with  your  health  carrier. 

I  presume  that  these  are  people  who  are  applying  for  a  job,  be- 
cause if  they  are  already  in  your  employment  and  they  would  test 
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out,  they  would  still  continue  to  be  covered  by  your  carrier;  would 
that  be  correct? 

Mr.  Smith.  Not  in  all  cases.  First,  let  me  speak  to  the  general 
issue.  We  are  talking  about  people  who  are  unemployed  and  are 
seeking  employment  and  are  reluctant  to  indicate  their  status.  We 
are  talking  about  people  who  are  already  employed  who  fear  indi- 
cating their  positive  HIV  status  for  fear  of  loss  of  the  insurance 
coverage.  Speaking  specifically — 

Mr.  BuECHNER.  But  that  is  losing  the  job,  and  therefore  the  loss 
of  the  coverage? 

Mr.  Smith.  No.  In  many  cases  the  coverage  is  withdrawn 
through  a  variety  of  means  and  then  coverage  is  no  longer  avail- 
able. 

Mr.  BuECHNER.  Are  there  any  California  statutes  that  prohibit 
that  withdrawal?  I  mean,  one  of  the  problems  with  insurance  that 
the  Congresswoman  and  I  have  to  deal  with  is  that  the  regulation 
of  insurance  is  still  within  the  state  purview.  The  Federal  Govern- 
ment really  does  not  have  as  many  broad  powers  to  deal  with  par- 
ticular regulations  of  insurance  companies  as  the  average  citizen 
might  think.  States,  on  the  other  hand,  do  have  those  powers. 

I  was  just  wondering  what,  if  anything,  California  has  done  be- 
cause of  its  sensitivity  to  the  issues.  Are  you  aware  of  anjrthing? 

Mr.  Smith.  I  can't  respond  to  that.  Representative  Buechner. 
Perhaps  some  of  the  other  speakers  to  follow  me  can  answer  that 
question  more  directly. 

Let  me  respond  to  your  other  question.  My  employer,  Levi 
Strauss,  is  like  many  large  employers  in  the  Bay  community  that 
are  self-insured  carriers.  And  like  many,  w^e  provide  the  life-saving 
drugs  that  are  available — AZT,  aerosolized  pentamadine,  to  name 
two — to  any  employee  who  requires  it  and  gets  a  doctor's  prescrip- 
tion in  that  regard.  This  is  so  in  many  companies  in  the  Bay  Area; 
regrettably,  it  is  not  so  in  all  companies. 

Mr.  Buechner.  Well,  whatever  personal  business  experience  that 
you  have  accumulated  through  your  work  on  the  Task  Force,  if  you 
could  provide  us  with  that  information,  and  I  do  not  have  a  copy  of 
the  report  that  Congresswoman  Boxer  talked  about.  I  would  like  to 
see  that.  Is  there  anything  in  that,  Barbara,  that  deals  with  that 
issue? 

Mrs.  Boxer.  The  report  is  very  competent.  We  have  it.  We  will 
make  it  available  to  you. 

Mr.  Buechner.  I  think  you  can  understand  one  of  the  ways  for 
employers  in  other  places  in  this  country  to  be  able  to  strip  away 
the  veil  of  ignorance  is  to  hear  from  other  employers.  We  in  the 
governmental  sector  can  beat  up  on  them;  but  really  it  is  their 
peers  that  have  to  let  them  know  that  there  are  things  that  they 
can  do  which  will  not,  A,  bankrupt  them;  B,  will  continue  to  allow 
them  to  have  productive  employees  on  the  job. 

Mr.  Smith.  I  certainly  concur,  Representative  Buechner.  I  think 
that  is  a  challenge  for  those  of  us  in  the  business  community  that 
are  represented  on  the  Mayor's  Task  Force  to  take  that  message 
out. 

Mr.  Buechner.  Thank  you  for  your  efforts  on  the  Task  Force 
and  taking  the  time  to  be  with  us  today. 
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Mrs.  Boxer.  Mr.  Smith,  our  deepest  thanks  to  you.  Your  testimo- 
ny will  have  an  impact.  I  thank  you  very  much. 
Mr.  Smith.  Thank  you. 

Mrs.  Boxer.  At  this  time,  I  will  go  to  the  financial  and  public 
health  implications  of  early  intervention  and  ask  George  Ruther- 
ford, director,  office  of  AIDS,  San  Francisco  Department  of  Public 
Health,  to  join  us.  Welcome. 

STATEMENT  OF  GEORGE  RUTHERFORD,  M.D.,  DIRECTOR,  OFFICE 
OF  AIDS,  SAN  FRANCISCO  DEPARTMENT  OF  PUBLIC  HEALTH 

Dr.  Rutherford.  Good  morning.  Thank  you  very  much  for  invit- 
ing me  to  speak.  I  have  prepared  testimony.  I  am  going  to  depart 
from  my  prepared  remarks  and  would  be  delighted  to  answer  any 
questions  you  may  have. 

The  first  thing  I  wanted  to  talk  about  was  the  incidence  of  AIDS 
in  San  Francisco  and  where  we  see  the  AIDS  epidemic  going.  I 
should  preface  my  comments  by  saying  that  as  director  of  the 
AIDS  office  for  the  Department  of  Public  Health  here  in  San  Fran- 
cisco, I  oversee  both  epidemiologic  research  within  the  office  as 
well  as  contracts  and  provision  of  health  services  and  long-term 
health  planning.  So  I  think  I  am  in  a  reasonably  good  position  to 
give  you  a  feel  for  the  data. 

The  incidence  of  AIDS  in  San  Francisco  right  now  is  in  excess  of 
1  percent  of  the  population.  That  is  1  percent  of  the  San  Francis- 
cans who  were  alive  at  the  time  of  the  1980  census  who  have  been 
diagnosed  with  AIDS.  It  is  about  1.2  percent  now. 

We  estimate  based  on  quite  good  data  that  approximately  28,000 
San  Franciscans  are  infected  with  HIV,  which  is  4  percent  of  the 
population.  If  you  make  an  assumption  that  all  those  people  will 
eventually  progress  to  AIDS  and  die  from  AIDS,  that  4  percent 
mortality  puts  the  AIDS  epidemic  on  the  same  order  of  magnitude 
as  the  black  plague  in  Venice  and  Florence  in  1356. 

In  dealing  with  AIDS,  in  highly  impacted  cities  like  San  Francis- 
co, Los  Angeles,  Miami,  and  New  York,  you  are,  therefore,  talking 
about  something  on  the  same  order  of  magnitude  of  the  worst 
plagues  in  history. 

I  wanted  to  echo  the  Mayor's  comments  and  indeed  your  opening 
comments.  Madam  Chairwoman,  regarding  the  Federal  investment 
in  research,  research  investment  in  developing  early  intervention 
and  opportunities  for  stemming  the  progression  of  AIDS.  In  our 
office,  we  have  a  major  study  of  the  national  history  of  HIV  infec- 
tion, looking  at  the  cumulative  risk  of  developing  AIDS  among 
people  with  HIV  infection.  We  are  projecting  after  10  years  of  in- 
fection, 50  percent  of  people  will  have  progressed  to  AIDS. 

I  think  any  opportunity  to  prevent  that  is  an  opportunity  that 
should  be  seized.  The  Federal  Government  has  invested  tremen- 
dous amounts  of  money  to  come  up  with  this  knowledge,  and  it 
needs  to  go  forward  and  actually  act  on  it. 

I  appended  to  my  testimony  a  report  on  ambulatory  care  needs 
i  in  San  Francisco.  I  thought  I  would  spend  a  few  minutes  going 
through  it.  The  estimates  that  we  generated  last  September  use  dif- 
ferent methods  than  the  numbers  the  Mayor's  Task  Force  worked 
out.  Yet  we  come  out  with  the  same  answer.  This  is  the  basis  for 
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this  report— and  again  one  of  the  things  that  is  lacking  nationwide 
is  a  pretty  good  idea  of  how  many  people  are  infected  with  HIV 
infection  and  their  various  levels  of  clinical  disease. 

We  are  able  to  ascertain  those  people,  and  again  it  is  something 
on  the  order  of  right  now,  today,  about  25,000  people,  another  sev- 
eral thousand  have  already  died,  but  about  25,000  people  are  infect- 
ed in  either  AIDS,  AIDS-related  complex,  persistent  lymphadenopa- 
thy,  or  asymptomatic  infection.  We  have  been  able  to  develop  esti- 
mates of  how  those  numbers  will  evolve  over  the  next  few  years. 
We  then  developed  a  consensus  of  the  medical  community  about 
how  people  at  different  levels  of  infection  should  be  cared  for. 

Dr.  FoUanspee  will  be  testifying  later,  who  participated  in  those 
discussions. 

We  used  what  we  felt  were  very  conservative  estimates.  For  in- 
stance, we  used  cost  figures — dosages  of  AZT,  and  costs  for  dosages 
of  AZT  based  on  dosages  of  500  milligrams  per  day  instead  of  the 
1,200  milligrams  per  day,  which  is  the  evolving  standard  of  care. 
We  tried  to  have  a  fairly  minimalist  approach  to  laboratories,  num- 
bers of  visits,  to  keep  people  as  free  as  possible  to  maintain  their 
lifestyles. 

Given  these  sets  of  assumptions,  which  I  can  discuss  in  detail  if 
you  would  like  me  to,  we  are  estimating  the  cost  to  the  public  and 
private  sector  in  the  city  and  county  of  San  Francisco  alone  will  be 
approximately  $100  million  per  year  over  the  next  4  years,  with  70 
percent  of  the  costs  for  drugs,  principally  AZT,  10  percent  for  clini- 
cal visits,  physicians'  salaries,  nurses'  salaries,  rent,  those  sorts  of 
things;  and  12  percent  for  laboratory  tests. 

The  patient  load  that  will  be  generated  by  this  will  border  on  a 
quarter  of  a  million  patient  visits  per  year  during  the  4-year  period 
requiring  the  services  of  approximately  300  health  care  workers 
and  support  staff. 

The  question  that  we  are  normally  asked  at  this  juncture  is  how 
much  of  this  is  public  sector  and  what  are  the  costs  involved.  Some 
of  this  is  going  on.  Not  all  of  it,  but  some  is  going  on  right  now.  We 
estimate  based  on  the  reimbursements  for  AIDS  patients  that  ap- 
proximately a  third  of  these  patients  would  be  in  the  public  sector; 
and  so  that  would  mean  something  on  the  order  of  $30  to  $35  mil- 
lion per  year  public  health  sector  costs. 

Looking  then  toward  how  much  of  this  would  be  new,  we  would 
estimate  something  on  the  order  of  $25  million  of  this  would  be 
new  money  from  the  public  sector,  assuming  two-thirds  of  the 
people  would  continue  to  be  served  by  the  private  sector  and  $5 
million  of  those  costs  would  be  for  laboratories  and  doctors  and 
physicians'  salaries,  nurses'  salaries,  costs  of  the  visits,  and  ap- 
proximately $20  million  would  be  for  drugs,  again  almost  exclusive- 
ly AZT. 

And  that  also  an  additional  35,000  patient  visits  in  the  public 
sector  would  be  needed  per  year.  That  is  roughly  something  on  the 
order  of  10  new  physicians  and  the  space  to  house  them  and  all  the 
support  staff.  So  you  are  talking  about  two  new  health  centers, 
something  on  that  order  of  magnitude. 

Now  that  is  about  San  Francisco.  I  think  it  is  important  to  give 
you  an  idea  of  what  does  $100  million  per  year  in  health  care  costs 
in  San  Francisco  translates  to  for  the  entire  country.  If  we  say  for 
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purposes  of  round  numbers  there  are  approximately  25,000  people 
infected  in  San  Francisco  and  that  there  are  approximately  750,000 
infected  in  the  United  States,  you  would  have  a  multiplier  of  about 
30,  so  the  $100  million  would  translate  to  $3  billion  a  year. 

Looking  at  the  public  sector,  which  is  clearly — and  using  this 
one-third  of  the  public  sector,  which  is  clearly  a  best-case  scenario, 
in  places  like  Newark  and  New  York  City,  the  annual  public  sector 
costs  would  be  on  the  order  of  about  $100  million,  of  which  again 
70  percent  would  be  for  AZT. 

Mrs.  Boxer.  Excuse  me.  I  didn't  follow  that.  You  said  $100  mil- 
lion would  

Dr.  Rutherford.  There  are  about  30  times  as  many  AIDS  pa- 
tients in  the  rest  of  the  country  as  in  San  Francisco. 

Mrs.  Boxer.  You  come  up  with  $3  billion.  You  said  a  third  of 
that  would  be  public  sector.  That  is  $1  billion.  You  said  $100  mil- 
lion. 

Dr.  Rutherford.  I  am  sorry. 

Mrs.  Boxer.  So  it  would  be  $1  billion  in  public  sector  cost. 

Dr.  Rutherford.  In  which  the  large  majority — 70  percent  of 
that — would  be  AZT;  95  percent  of  the  drug  costs  are  AZT. 

Now  how  to  make  this  happen.  I  think  the  idea  of  impact  aid  is 
absolutely  essential.  As  I  said  earlier,  this  is  a  full-blown  natural 
disaster. 

The  other  point  I  would  make,  and  you  are  bringing  this  out  a 
bit  with  Mr.  Smith's  testimony,  is  the  need  to  maintain  balance  be- 
tween the  public  and  private  sector.  Our  numbers  are  based 
around  one  third  in  the  public  sector,  two-thirds  in  the  private 
sector.  If  there  are  problems  with  health  benefits  and  health  bene- 
fit coverage  in  the  private  sector,  the  public  sector  share  of  these 
moneys  will  grow. 

For  that  reason  alone,  I  think  that  legislation  which — certainly  a 
plan  for  preventing  discontinuation  of  insurance  among  people  who 
are  HIV  infected,  perhaps  develop  risk  pools  for  people  who  are  un- 
insured and  are  HIV  infected,  remains  a  major  priority.  Otherwise, 
all  of  these  costs  will  eventually  shift  to  the  public  sector.  Thank 
you. 

[The  prepared  statement  of  Dr.  Rutherford  may  be  found  at  end 
of  hearing.] 

Mrs.  Boxer.  Because  you  stressed  so  many  times  that  AZT  right 
now  is  the  drug  for  early  intervention  and  that  extrapolating  the 
costs,  you  are  looking  at,  assuming  the  Federal  Government  would 
take  the  burden  of  getting  the  AZT  to  all  those  who  qualify,  you 
are  talking  about  something  like  $750  million  to  do  that. 

Dr.  Rutherford.  Yes. 

Mrs.  Boxer.  You  said  about  70  percent  of  $1  billion. 
Dr.  Rutherford.  Right. 

Mrs.  Boxer.  Now  AZT  costs  how  much  a  year  at  this  point? 

Dr.  Rutherford.  About  $6,000  per  year  at  full  dose,  the  1,200 
milligrams  per  day. 

As  I  said,  the  evolving  standard  is  500  milligrams  per  day.  The 
true  cost  would  probably  be  something  more  on  the  order  of  $3,500 
a  year. 

Mrs.  Boxer.  So  at  this  point  it  is  $6,000.  It  could  go  down  to 
$3,500  as  a  result  of  a  low  dose? 
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Dr.  Rutherford.  Giving  less  of  it,  yes. 

Mrs.  Boxer.  When  do  you  think  that  will  start,  the  lower  doses? 
Or  has  it  already  begun? 

Dr.  Rutherford.  It  has  certainly  started  here.  How  widespread 
the  practice  is,  I  really  could  not  speak  to  it.  Dr.  Follanspee  might 
be  able  to  speak  to  that. 

Mrs.  Boxer.  Does  the  high  cost  of  AZT  trouble  you  as  a  physi- 
cian? 

Dr.  Rutherford.  Sure. 

Mrs.  Boxer.  Knowing  how  many  Federal  dollars  went  into  the 
development  of  the  drug,  do  you  think  Congress  ought  to  move  on 
taking  a  harder  look  at  the  pricing  of  the  drug? 

Dr.  Rutherford.  I  think  that  that  is  certainly  one  way  to  go.  I 
really  can't  speak  to  the  legalities  of  the  cost  of  development,  who 
holds  patents,  orphan  drugs,  those  sorts  of  things.  I  think  if — you 
basically  have  a  very  big  bill  in  front  of  you.  One  way  to  reduce  the 
bill  is  to  look  at  what  the  unit  cost  is.  Certainly,  I  think  that  that 
is  very  much  open  to  speculation  as  to  whether  that  unit  cost  truly 
reflects  the  production  costs,  the  development  costs,  plus  a  reasona- 
ble profit. 

Mrs.  Boxer.  One  last  question.  The  $700  million  or  so  that  would 
be  the  cost  for  AZT  for  the  Federal  Government  if  we  did  act,  is 
that  based  on  a  lower  dosage? 

Dr.  Rutherford.  Yes. 

Mrs.  Boxer.  Thank  you.  Mr.  Buechner. 

Mr.  Buechner.  Doctor,  have  you  heard  any — I  know  it  would  be 
simply  hearsay — have  you  heard  any  percentage  of  the  costs  of 
AZT  that  Burroughs  indicates  is  for  malpractice  or  liability  cover- 
age? 

Dr.  Rutherford.  I  have  not.  Those  numbers  are  usually  used  in 
conjunction  with  vaccination.  I  haven't  heard  it  for  drug  market- 
ing. 

Mr.  Buechner.  I  wondered,  considering  the  nature  of  the  drug, 
that  it  is  oxymoronic  they  would  be  including  that  in  there.  There 
is  in  alniost  every  drug  some  theoretical  cost  attributed  to  a  por- 
tion for  liability  coverage. 

Dr.  Rutherford.  For  immunizations  it  is  80  percent  of  the  cost. 

Mr.  Buechner.  I  am  wondering.  That  would  be  an  area  where 
the  Federal  Government  could  basically  become  a  general  insurer 
for  the  issue,  if  that  were  the  case. 

Dr.  Rutherford.  Like  the  vaccinations. 

Mr.  Buechner.  Right.  Thank  you. 

Mrs.  Boxer.  Thank  you,  Mr.  Buechner. 

Thank  you.  Doctor,  for  your  testimony.  We  appreciate  it. 

We  have  two  more  panels.  The  next  one.  Challenges  Facing 
Health  Providers;  and  we  have  Dr.  Stephen  Follanspee,  director, 
HIV  Research  and  Treatment  Center,  Davies  Medical  Center;  and 
Dr.  Deborah  Greenspan,  clinical  director,  Oral  AIDS  Center,  UCSF; 
and  Mary  Foley,  president  of  the  California  Nurses  Association. 

We  welcome  you  very  much.  We  know  again  you  are  on  the  front 
lines.  Anything  we  do  or  do  not  do  impacts  you.  So  we  are  very  in- 
terested in  hearing  from  you  and  taking  your  message  back  to 
Washington. 
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Dr.  Follanspee,  why  don't  you  open  it  up  followed  by  Dr.  Green- 
span and  Ms.  Foley? 

STATEMENT  OF  STEPHEN  FOLLANSPEE,  M.D.,  DIRECTOR,  HIV 
RESEARCH  AND  TREATMENT  CENTER,  DAVIES  MEDICAL  CENTER 

Dr.  Follanspee.  Thank  you  very  much.  I  would  like  to  apologize 
first.  I  don't  have  a  copy  of  my  prepared  remarks,  and  I  will  also 
deviate  from  those  prepared  remarks. 

Mrs.  Boxer.  Why  don't  you  push  that  mike  real  close  to  you. 
Just  move  it  to  the  edge  of  the  table. 

Dr.  Follanspee.  I  am  Stephen  Follanspee.  I  have  practiced  in  in- 
fection diseases  as  a  consultant  in  San  Francisco  for  nearly  eight 
years.  Although  10  percent  of  my  time  is  spent  at  Ward  86,  which 
is  the  outpatient  AIDS  clinic  at  San  Francisco  General  Hospital, 
the  remainder  is  spent  in  private  practice  in  San  Francisco. 

Approximately  60  percent  of  my  professional  time  is  involved 
with  AIDS-related  activities.  As  clinical  medical  director  of  the 
HIV  Institute  at  Davies,  I  am  involved  with  clinical  research,  but 
the  majority  of  my  time  is  involved  in  patient  care,  as  an  infectious 
disease  consultant. 

I  am  also  one  of  the  150  active  members  of  the  Consortium  of 
AIDS  Providers  in  the  bay  area,  the  vast  majority  of  whom  provide 
AIDS  care  in  private  practice,  about  two-thirds  of  the  AIDS  care  in 
San  Francisco. 

Along  with  everyone  in  this  room,  I  look  forward  to  the  day 
when  AIDS  care  is  no  longer  a  part  of  my  practice  and  we  have 
conquered  HIV.  In  the  meantime,  the  challenge  to  society  is  two- 
fold: To  interrupt  the  transmission  of  HIV,  and  also  as  a  society  to 
provide  health  care  for  the  650,000  to  1  million  persons  already  in- 
fected in  the  United  States. 

We  are  aware  of  the  advances  in  treatment  that  are  manifested 
in  the  serious  consequences  or  the  end  point  of  HIV  infection,  in 
other  words  AIDS,  in  part  due  to  AZT.  In  addition,  much  evidence 
now,  including  some  from  the  federally  supported  studies,  now 
shows  that  AZT  works  to  slow  HIV  earlier  and  the  course  of  infec- 
tion, even  before  AIDS  is  diagnosed,  and  before  the  serious  damage 
to  the  immune  system  has  occurred. 

I  would  therefore  like  to  concentrate  my  remarks  on  health  care 
availability  for  those  people  infected  with  HIV,  but  not  yet  mani- 
festing any  symptoms  of  HIV  disease.  These  are  for  the  most  part 
the  working,  walking  well,  infected  but  not  ill.  I  am  going  to  make 
essentially  two  points. 

One  is  really  just  to  reiterate  again  the  comments  of  Mr.  Smith. 
I  think  that  any  discussion  of  health  care  for  the  early  intervention 
will  rely  on  the  guarantee  of  nondiscrimination,  that  identification 
,  of  seropositivity  will  not  threaten  one's  job,  one's  housing,  one's 
:    health  care  benefits,  and  one's  relationships. 

I  We  have  a  long  ways  to  go.  The  second  point  is  that  I  think  the 
;^    current  health  care  system  can  be  used  to  guarantee  availability  of 

these  early  intervention  treatments,  both  now  and  as  further  ones 

are  developed. 
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These  people  with  HIV  disease  who  are  still  functioning  fully 
and  are  entirely  well  will  clearly  benefit  from  medical  interven- 
tion, just  like  those  already  diagnosed  with  AIDS. 

The  importance  of  this  early  intervention  cannot  be  understated. 
It  is  clear  to  me  that  we  are  rapidly  reaching  the  time,  a  time 
when  all  persons  with  HIV  infection,  whether  acquired  yesterday 
or  10  years  ago,  will  be  on  therapy,  will  be  on  either  one  or  more, 
likely  several,  medications  to  stop  the  virus  entirely. 

The  benefit  will  be  immense,  not  only  for  those  individuals  in- 
fected and  facing  a  deteriorating  health  condition,  but  also  for 
those  not  infected  but  at  risk  for  HIV. 

Who  are  these  citizens  infected  but  not  yet  ill?  They  make  up 
about  85  to  90  percent  of  those  who  are  HIV-infected  in  the  coun- 
try. The  rest,  10  to  15  percent,  are  the  ones  already  diagnosed  with 
AIDS  or  those  in  the  interim  condition  called  ARC.  They  number 
about  25,000  in  San  Francisco,  and  probably  650,000  to  800,000  in 
the  United  States.  Most  are  still  young,  they  are  in  the  third, 
fourth,  the  fifth  decades  of  their  lives. 

Most  of  them  will  die  from  AIDS  if  they  are  not  identified  and 
treated,  if  the  natural  history  of  HIV  disease  is  allowed  to  play 
itself  out.  Many  of  these  individuals  are  already  sporadically  in 
and  out  of  the  health  system.  They  generally  consider  themselves 
well  and  perceive  themselves  to  have  neither  the  time  nor  neces- 
sarily the  resources  nor  the  motivation  to  seek  routine  medical 
care,  except  as  problems  arise. 

Thus,  through  the  current  utilization  of  health  care  services,  the 
opportunity  for  interaction  over  HIV-related  diseases  is  there,  but 
the  opportunity  is  lost,  it  is  lost  for  a  variety  of  reasons.  It  is  lost  in 
part  because  the  importance  of  early  intervention,  although  quite 
well  understood  by  this  audience,  is  not  generally  recognized  by 
many  providers,  and  it  is  certainly  not  recognized  by  all  those  who 
are  at  risk  for  HIV  infection. 

The  opportunity  is  also  lost  because  many  of  the  services  are  not 
always  ethnically  or  culturally  or  geographically  appropriate.  It  is 
also  lost  because  the  complexity  of  issues  in  regard  to  HIV  is  not 
recognized  by  third-party  payers,  and  the  time  necessary  to  provide 
these  services  and  follow-up  is  not  adequately  compensated. 

What  keeps  us  from  implementing  the  early  interventional  ther- 
apy? Clearly,  we  have  a  lot  to  learn.  We  need  more  potent  drugs 
than  AZT,  and  safer  drugs  than  AZT.  We  have  options  now.  Those 
options  include  AZT,  and  AZT  has  already  worked  for  early  inter- 
vention. 

We  know  that  from  our  own  experience  and  from  some  of  the 
studies  I  alluded  to  earlier.  I  have  also  alluded  to  some  of  the  prob- 
lems in  our  efforts  for  early  intervention.  These  individuals  inter- 
act with  the  health  care  field,  although  sporadically.  They  would 
interact  if  there  were  additional  services  such  as  dental  care,  such 
as  nutritional  services  provided  on  a  more  universal  basis. 

Furthermore,  resources  must  be  allocated  to  allow  the  sporadic 
interactions  to  be  expanded  to  include  identification  and  discussion 
of  HIV-related  issues.  They  must  occur  with  these  individuals  who 
are  already  receiving  their  care,  in  obstetrical  services,  in  emergen- 
cy rooms,  in  walk-in  clinics  where  medical  problems  for  sexually 
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transmitted  diseases  are  treated,  and  the  pediatric  clinics  around 
the  country. 

An  additional  fear  is  one  of  repercussions  if  the  HIV  status  is 
known  or  uncovered.  For  many  people  who  already  receive  health 
care  through  the  private  sector,  there  is  a  fear  of  addressing  HIV- 
related  issues  because  of  fear  of  repercussions  for  future  insurance 
availability,  job  security,  housing,  and  relationships. 

My  practice  sees  an  inordinate  number  of  people  who  avoid  using 
their  own  insurance  plan,  their  own  HMO  coverage,  often  travel 
from  other  States  to  seek  consultation  and  treatment  regarding 
their  HIV  disease. 

The  answer  is  not  to  duplicate  services,  to  provide  other  settings 
where  the  loss  of  anonymity  may  occur  in  large  waiting  rooms  for 
specialized  clinics.  I  don't  think  the  answer  is  to  duplicate  the  time 
and  expense  already  being  allocated. 

To  me,  the  answer  is  for  the  Federal  legislative  guarantees 
against  these  well-founded  and  feared  repercussions,  guaranteeing 
that  there  will  not  be  job  discrimination,  a  loss  of  insurance  cover- 
age based  on  HIV  seropositivity.  It  is  mandatory  to  acknowledge 
the  services  require  more  time,  more  training,  and  are  more  com- 
plex than  simply  a  visit  for  a  sore  throat. 

The  San  Francisco  model  is  falling  apart  as  we  have  heard,  it  is 
so  because  it  is  exhausted.  The  ability  of  the  private  and  public 
sector  is  to  provide  the  necessary  counseling,  referral,  discussions, 
evaluation,  and  treatment  under  the  billing  code  for  a  viral  infec- 
tion as  if  we  were  treating  the  common  cold  is  relied  on  by  a  lot  of 
volunteers,  not  just  from  the  home-based  services,  but  also  from 
the  physicians,  nurses,  dieticians,  social  workers,  dentists  and 
others  who  provided  the  services  over  the  last  decade. 

If  it  takes  me  as  a  consultant  1  or  IV2  hour  to  talk  with  an  indi- 
vidual about  the  availability  of  resources,  the  consequences  of  HIV 
infection,  the  value  of  early  intervention,  the  possible  drugs  that 
are  available  and  their  toxicity,  my  reimbursement  from  the  local 
Medicaid  program  is  the  same,  it  is  $13  a  visit. 

It  is  not  the  well  publicized  fear  of  contagion  that  discourages 
health  care  practitioners  from  providing  HIV  care.  Rather,  it  is  the 
time  that  is  needed  in  the  office  or  clinic  for  the  ongoing  education, 
the  complexity  of  the  patient  interaction,  but  without  the  adequate 
compensation  that  is  so  exhausting. 

In  summary,  we  are  facing  a  tremendous  challenge,  the  chal- 
lenge to  provide  HIV  counseling  and  treatment  to  the  hundreds  of 
thousands  of  American  citizens  now  infected,  most  of  them  interac- 
tive with  the  current  system,  but  are  not  able  to  get  the  adequate 
care  for  a  variety  of  reasons. 

To  me,  the  goal  is  to  integrate  such  care  in  the  mainstream  of 
the  American  health  care  system,  making  the  current  third  party 
payers  accountable  and  utilizing  the  tremendous  facilities  and  re- 
sources now  in  existence. 

The  goal  should  be  in  part  to  take  advantage  of  the  current  utili- 
zation patterns,  although  they  are  imperfect,  expanding  the  serv- 
ices provided  for  these  interactions  without  duplicating  efforts. 

I  think  we  can  put  ourselves  out  of  the  AIDS  business  with  an 
aggressive  and  coordinated  approach.  Thank  you. 

Mrs.  Boxer.  Thank  you.  Doctor.  I  hope  that  you  are  right. 
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Obviously,  the  way  we  are  going,  we  are  successful,  but  if  we 
don't  do  this  early  intervention,  why  have  we  spent  all  these  mil- 
lions? So  we  are  at  a  crossroads,  and  I  really  appreciate  your  testi- 
mony. 

Deborah  Greenspan,  clinical  director.  Oral  AIDS  Center,  UCSF. 
We  welcome  you.  You  know,  many  people  don't  know  that  some- 
times the  first  indication  of  an  HIV  infection  does  show  up  in  the 
patient's  mouth,  and  that  the  dentists  have  found  themselves 
really  on  the  cutting  edge,  maybe  the  first  ones  to  identify  this  dis- 
ease, and  we  know  how  much  you  have  done  at  UC.  We  are  just 
delighted  to  have  you  here. 

STATEMENT  OF  DEBORAH  GREENSPAN,  B.D.S.  CLINICAL 
DIRECTOR,  ORAL  AIDS  CENTER,  UCSF 

Dr.  Greenspan.  Thank  you.  Madam  Chairman,  for  the  opportu- 
nity to  present  my  testimony  today. 

Mrs.  Boxer.  Can  you  move  the  mike  real  close  so  we  can  hear 
you? 

Dr.  Greenspan.  I  am  Deborah  Greenspan,  I  am  clinical  director 
of  the  Oral  AIDS  Center  at  the  University  of  California-San  Fran- 
cisco. I  have  worked  with  patients  with  AIDS  since  the  beginning 
of  the  epidemic.  My  testimony  today  focuses  on  two  matters  that  I 
believe  are  vitally  important  to  AIDS  patients. 

One  is  the  unreimbursed  costs  of  oral  health  care,  and  the  other 
is  AIDS-related  dental  research.  Dental  care  is  a  concern  for  pa- 
tients with  HIV  infection,  due  to  the  oral  problems  that  are  caused 
by  the  disease. 

Many  of  the  first  physical  manifestations  of  HIV  infection  are 
found  in  the  oral  cavity,  and  therefore  the  dentist  may  be  the  first 
diagnostician  to  see  the  patient.  Due  to  the  immune  system  break- 
down that  occurs,  HIV-infected  persons  are  extremely  susceptible 
to  severe  oral  infections  and  the  oral  diseases  that  are  found  only 
in  AIDS  patients. 

Patients  can  suffer  from  severe  pain  and  discomfort  and  a  result 
of  these  problems,  making  eating  and  speaking  extremely  difficult. 
These  problems  can  contribute  to  further  medical  complications, 
such  as  increased  weight  loss  and  even  leading  to  pneumonia. 

Because  of  the  numbers  of  AIDS  patients  treated  at  our  clinic, 
we  have  identified  and  investigated  numerous  types  of  oral  prob- 
lems prevalent  in  AIDS  patients  and  people  with  HIV  infection. 

Examples  include  hairy  leukoplakia,  nearly  all  patients  who 
have  this  disorder  are  infected  with  the  AIDS  virus,  and  therefore 
it  is  a  significant  early  warning  of  HIV  infection. 

Second,  candidiasis,  which  is  a  fungal  infection,  is  frequently  as- 
sociated with  the  AIDS  virus  and  is  present  in  more  than  half  of 
all  AIDS  patients.  It  can  cause  a  sore  throat,  change  in  taste,  bad 
breath,  and  problems  in  swallowing. 

Third,  periodontal — gum — diseases.  It  is  extremely  unusual  for  a 
20-  to  40-year-old  individual  to  have  severe  gum  lesions  or  bone 
loss.  This  is  frequently  a  sign  of  HIV  infection,  can  cause  severe 
pain,  bleeding,  and  complete  tissue  breakdown  with  exposure  of  the 
jawbone. 
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The  key  point  for  the  task  force  to  understand  is  that  many 
AIDS  patients  and  people  with  HIV  infection  come  to  the  dentist 
complaining  of  oral  problems,  and  they  themselves  may  be  totally 
unaware  of  their  HIV  status.  Thus,  it  is  frequently  the  dentist  who 
may  identify  their  disease  and  has  to  place  the  patient  into  the 
medical  care  system. 

Given  the  problems  I  have  described  above,  it  is  not  surprising 
that  oral  health  care  is  very  important  to  AIDS  patients.  In  a 
recent  study  of  social  service  needs  of  AIDS  patients,  the  need  for 
oral  health  care  was  expressed  by  the  highest  proportion  of  re- 
spondents, and  only  21  percent  of  those  who  needed  it  received  oral 
care. 

The  study  concluded  that  oral  health  care  is  often  an  overlooked 
and  unmet  need.  Facilities  providing  oral  health  care  to  AIDS  pa- 
tients face  major  obstacles  in  receiving  reimbursement.  This  is  due 
to  the  fact  that  dental  services,  unlike  medical  services,  are  fre- 
quently not  covered  by  insurance  and  are  not  reimbursed  under 
Medicare  and  are  seldom  covered  by  medicaid  for  adults. 

This  lack  of  sufficient  reimbursement  is  particularly  profound 
for  those  clinics  and  those  dentists  who  provide  oral  health  care  for 
a  significant  number  of  AIDS  patients.  Dental  education  institu- 
tions that  become  known  as  referral  centers  for  AIDS  patients, 
such  as  our  own,  risk  serious  fiscal  problems  because  the  patients 
they  serve  have  complicated  treatment  needs  and  require  more  re- 
sources than  the  average  patient. 

Thus,  facilities  providing  oral  health  care  to  a  significant  number 
of  AIDS  patients  may  face  serious  risk  of  being  shut  down  due  to 
financial  constraints.  Last  year,  dental  schools  and  clinics  across 
the  country  were  contacted  by  the  American  Association  of  Dental 
Schools  regarding  these  unreimbursed  costs. 

Based  on  that  informal  survey,  we  estimate  that  more  than  $11.5 
million  would  be  required  to  offset  costs  of  providing  oral  health 
care  to  AIDS  patients  at  dental  education  institutions. 

At  our  clinic,  at  the  Oral  AIDS  Center,  University  of  California- 
San  Francisco,  we  estimate  such  costs  to  be  as  high  as  $80,000  per 
year,  and  that  is  just  at  one  of  our  school's  clinics.  Because  of  the 
lack  of  these  clinics  across  the  country,  we  have  patients  often  un- 
insured who  seek  our  care  who  come  from  all  over  the  country, 
from  North  Carolina  and  from  New  York,  and  from  the  Midwest. 

Recognizing  this  unique  problem,  in  1988  Congress  authorized 
funding  to  partially  offset  these  costs.  Unfortunately,  however, 
Congress  did  not  appropriate  funds  for  this  program  in  fiscal  year 
1990,  citing  budget  considerations. 

With  regards  to  AIDS  dental  research  efforts,  the  National  Insti- 
tute of  Dental  Research,  AIDS  research  focuses  on  the  oral  mani- 
festations associated  with  HIV  infection,  and  the  research  spon- 
sored by  them  in  our  group  has  determined  that  signs  of  HIV  infec- 
tion can  be  detected  in  the  mouth  before  other  signs  appear. 

These  findings  may  lead  to  an  earlier  diagnosis  of  HIV  infection. 
Other  NIDR-supported  research  has  led  to  the  development  of  new 
drugs  to  treat  oral  candidiasis.  The  effect  of  HIV  on  salivary  gland 
secretion  has  been  examined  to  see  what  role  the  glands  might 
play  in  the  high  prevalence  of  oral  lesions  in  AIDS  patients. 
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There  is  also  the  question  of  saUva  transmission.  In  fact,  saliva 
seems  to  inhibit  AIDS  activity,  and  additional  funding  could  help 
resolve  this  issue  and  identify  the  anti-HIV  activity  in  saliva. 

In  fiscal  year  1990,  NIDR  will  spend  approximately  $4.6  million 
on  AIDS-related  research.  An  additional  $12.8  million  is  needed  to 
move  forward  in  these  and  other  promising  areas  of  AIDS  research. 

In  conclusion,  much  can  be  done  to  help  relieve  today's  AIDS  pa- 
tients of  the  oral  manifestations  of  the  disease.  By  providing  reim- 
bursement for  the  costs  of  oral  health  care,  the  financial  con- 
straints of  seeking  dental  care  could  be  diminished,  and  many  indi- 
viduals could  be  brought  into  the  medical  system  at  an  early  point 
in  the  disease  process. 

This  small  investment  in  oral  health  care  would  be  more  than 
offset  by  the  diminished  suffering  of  patients  and  their  earlier  re- 
ceipt of  medical  attention.  Similarly,  minimal  increases  in  support 
for  AIDS  research  at  NIDR  may  lead  to  earlier  detection  and  pre- 
vention of  disease  transmission. 

We  urge  the  committee  to  include  an  additional  $25  million  for 
oral  health  care  and  NIDR  AIDS  research  in  Function  550  and  to 
include  report  language  in  the  budget  resolution  identifying  the 
importance  of  these  activities. 

Thank  you  for  consideration  of  this  testimony.  I  will  be  happy  to 
answer  any  questions. 

[The  prepared  statement  of  Dr.  Greenspan  may  be  found  at  end 
of  hearing.] 

Mrs.  Boxer.  Thank  you  very  much. 

It  is  very  important.  We  will  come  back  to  both  of  you  for  ques- 
tions, but  we  will  now  go  to  our  last  witness  on  that  panel,  Mary 
Foley,  president  of  the  California  Nurses  Association.  We  are  very 
happy  to  have  you  here. 

STATEMENT  OF  HELEN  MIRAMONTES,  CALIFORNIA  NURSES 

ASSOCIATION 

Ms.  MiRAMONTES.  I  am  not  Mary  Foley.  I  am  here  on  behalf  of 
the  California  Nurses  Association.  I  am  Helen  Miramontes.  I  am 
past  president  of  the  California  Nurses  Association. 

Mrs.  Boxer.  Tell  us  again  what  your  name  is. 

Ms.  Miramontes.  Helen  Miramontes,  M-i-r-a-m-o-n-t-e-s.  I  am  the 
past  president  of  the  California  Nurses  Association  and  currently 
the  manager  of  the  AIDS  education  for  the  association. 

Mrs.  Boxer.  Thank  you  very  much. 

Ms.  Miramontes.  The  California  Nurses  Association  is  pleased  to 
present  testimony  today  on  issues  of  Federal  financing  for  treat- 
ment of  those  infected  by  the  HIV  virus. 

The  California  Nurses  Association  has  a  proud  history  of  advoca- 
cy in  legislative  arenas  for  programs  that  are  comprehensive,  non- 
discriminatory and  reflect  the  proper  utilization  of  the  knowledge 
and  skills  that  nurses  can  contribute  to  the  care  of  the  HIV  popula- 
tion. 

The  association  acknowledges  the  rapidly  evolving  medical  treat- 
ments that  have  recently  been  added  to  the  battle  to  fight  progress 
of  the  HIV  virus. 
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Notwithstanding  advances  such  as  aerosolized  pentamidine,  AZT, 
and  DDI,  the  HIV-infected  individual  will  continue  to  rely  on  a 
system  that  depends  on  a  caring  model  while  a  cure  is  hopefully 
developed.  Nurses  have  been  a  cornerstone  in  a  health  care  system 
that  continues  to  adjust  to  a  shift  in  the  emphasis  from  an  exclu- 
sively high  technology  and  institutionally  based  model  to  one  that 
must  promote  prevention  and  supportive  care  through  a  progres- 
sively debilitating  disease. 

The  California  Nurses  Association  is  very  supportive  of  the  con- 
cepts of  early  intervention  as  a  priority  treatment  plan.  Just  as  can 
be  demonstrated  in  a  variety  of  traditional  diseases,  such  as  heart 
disease,  early  intervention  can  delay  and  sometimes  prevent  pro- 
gression of  the  disease  process. 

The  savings  reaped  by  prevention  of  a  single  hospitalization  can 
be  multiplied  many  fold.  In  addition  to  actual  dollars  and  services 
not  expended  when  the  disease  is  proactively  managed,  the  individ- 
ual with  the  illness  will  remain  a  productive  employee  and  family 
member  and  can  enjoy  a  quality  of  life  not  restricted  by  confine- 
ment and  intrusive  treatments. 

It  is  essential  that  a  new  infusion  of  resources  be  made  available 
to  implement  a  widespread  network  of  services  that  will  achieve 
the  goals  of  early  intervention.  The  recent  publication  by  Dr. 
Donald  Francis  and  other  State  health  officials  combined  with  the 
recently  released  recommendations  by  the  Mayor's  HIV  task  force 
clearly  outline  the  operating  principles,  funding  estimates  and  de- 
tails that  must  be  met  on  the  best  methods  to  manage  the  care  of 
the  HIV-infected  population. 

Recent  Federal  estimates  of  the  infected  population  have  reduced 
the  projected  number  of  infected  individuals  nationwide.  These 
numbers  should  be  taken  for  what  they  are,  projections  and  must 
not  in  any  way  be  used  as  justification  for  any  reduction  in  the 
amount  of  resources  available  for  prevention,  early  intervention  or 
continuing  care. 

AIDS  experts  in  every  sector  have  been  unanimous  in  their  advo- 
cacy for  adequate  funding  by  the  private  and  public  sector,  and  se- 
rious shortfalls  still  occur,  particularly  for  continuing  care.  Now  is 
not  the  time  to  streamline  the  activities  to  fight  HIV. 

The  California  Nurses  Association  calls  for  a  substantial  commit- 
ment to  provide  the  full  range  of  services  necessary  to  combat  the 
disease.  Prevention  of  any  new  transmission  of  the  disease  should 
be  a  major  priority  of  any  funding. 

Public  health  education  with  special  emphasis  on  high  risk  popu- 
lations and  behaviors  must  emanate  from  a  coordinated  and  well- 
financed  program.  Intravenous  drug  users  and  their  sex  partners 
must  have  treatment  programs  available  to  reduce  dependency  on 
drugs. 

The  clean  needles  exchange  program  should  be  in  place  as  part 
of  a  comprehensive  treatment  to  prevent  disease  transmission.  Not 
a  single  child  in  this  country  should  bear  the  burden  of  a  birth 
marred  by  a  life-threatening  illness  that  can  be  prevented  by  edu- 
cation, condoms,  bleach,  and  clean  needles. 

Nurses  are  integrally  involved  in  all  settings  and  all  phases  of 
care  for  the  HIV  population.  The  California  Nurses  Association 
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strongly  supports  expanded  funding  of  community  and  home-based 
care. 

Activities  such  as  those  funded  by  the  HRSA  moneys  are  exam- 
ples of  cost-effective  levels  of  care  that  reduce  unnecessary  hospi- 
tals. Supportive,  long-term  or  terminal  care  is  best  provided  in  a 
rational  setting  by  a  variety  of  providers. 

Recruitment,  retention,  training  and  supervision  of  community- 
based  care  providers  will  necessitate  extensive  and  sustained  fund- 
ing. Nurses  are  uniquely  qualified  to  give  direct  care  and  coordi- 
nate the  care  and  services  required  by  the  HIV  population. 

An  excellent  example  of  nurse-managed  services  utilizing  a  mul- 
tidisciplinary  team  approach  is  the  State  Office  of  AIDS  funded 
case  management  pilot  project  program.  Models  of  care  developed 
and  implemented  for  persons  infected  with  HIV  can  serve  as  exam- 
ples for  other  illnesses  that  w^ould  be  better  handled  with  managed 
care  and  community-based  care. 

Thank  you  again  for  the  opportunity  to  support  the  Federal  fi- 
nancing of  effective  programs  in  the  fight  against  HIV. 

I  wanted  to  add  a  few  remarks  based  on  some  things  that  came 
up  today.  One  of  the  models  that  I  think  ought  to  be  looked  at,  San 
Francisco  has  already  implemented,  which  is  integrated  health 
care  services  and  social  services  in  their  primary  care  clinics. 

The  more  we  talk  to  people  that  are  infected  with  the  virus,  the 
more  we  hear  that  we  need  what  we  call  one-stop  shopping.  In 
other  words,  all  the  services  be  integrated  under  one  roof  so  that  as 
they  progress  through  the  system  they  don't  have  to  spend  day 
after  day  going  from  one  agency  to  another  and  from  one  spot  to 
another  spot,  so  I  will  suggest  you  look  at  that. 

It  came  up  about  health  insurance,  and  you  asked  about  Califor- 
nia. We  do  have  currently  a  law  stating  it  is  against  the  law  to  use 
HIV  antibody  test  to  determine  eligibility  for  health  insurance,  but 
that  is  iffy  every  year  because  we  also  see  legislation  proposed  to 
do  away  with  that,  and  the  last  year  they  did,  in  1988  they  did  pass 
a  law  that  allowed  HIV  testing  for  life  insurance,  but  we  have  been 
able  to  hold  out  on  the  health  insurance. 

But  as  you  look  across  the  Nation  you  will  see  in  the  last  2  years 
something  like  22  States  did  allow  the  use  of  HIV  antibody  tests 
for  determination  of  eligibility  for  health  insurance,  so  it  is  a  na- 
tional problem. 

The  other  issue  was  on  the  discrimination.  You  asked  about 
whether  Federal  antidiscrimination  legislation  is  important,  and  I 
think  it  is. 

I  think  it  is  not  only  important  at  the  Federal  level,  it  is  impor- 
tant at  the  State  level  and  the  local  level  because  what  we  are 
seeing  is,  we  have  known  for  sometime  that  people  who  are  infect- 
ed with  the  virus  or  potential  for  being  infected,  are  afraid,  and 
that  you  are  right,  if  they  don't  have  early  intervention,  they  will 
die. 

We  are  also  seeing  as  health  care  workers  more  and  more  nurses 
tell  me  that  even  if  they  have  an  exposure,  occupational  exposure 
or  the  potential  for  one,  they  are  not  reporting  it  because  of  the 
loose  confidentiality  as  far  as  their  medical  records  in  the  health 
care  setting,  their  workplace  setting.  This  is,  of  course,  of  great 
concern  to  me  because  if  nurses  have  an  exposure  to  HIV  or  hepa- 
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titis  B,  are  not  reporting  it  and  later  become  sero  positive  and  ill, 
there  is  no  way  they  are  going  to  be  able  to  collect  on  workmen's 
compensation. 

So  I  think  it  is  an  issue  that  crosses  all  areas,  so  it  needs  to  be 
addressed. 

[The  prepared  statement  of  Ms.  Miramontes  may  be  found  at  end 
of  hearing.] 

Mrs.  Boxer.  I  would  like  to  gisk  Dr.  Follanspee — did  I  say  it 
right? 
Dr.  Follanspee.  Yes. 

Mrs.  Boxer.  Does  the  cost  of  AZT  concern  you?  Do  you  see  other 
medications  coming  along  that  are  lower  in  cost? 

Dr.  Follanspee.  The  cost  clearly  concerns  me.  I  think  there  are 
really  two  issues.  One  is  there  is  a  lot  of  discussion  about  600  mil- 
lion grams  a  day  possibly  lowering  the  cost. 

It  concerns  me  that  we  don't  know  that  does  will  be  the  right 
dose.  That  does  is  based  on  treating  people  with  a  stomatic  disease 
on  the  mean  9  months,  and  in  your  earlier  remarks  you  talked 
about  the  success  of  keeping  people  disease  free  for  10  years  or 
more,  and  to  sort  of  extrapolate  some  earlier  results  of  the  study,  it 
says  that  9  months,  600  million  grams  of  AZT  a  day  is  equivolent 
to  1,500  milligrams  a  day  I  think  may  be  a  little  over  extrapola- 
tion, and  so  the  costs  may  then  jump  again  from  $750  million  to 
$1.5  billion  or  more  if  the  cost  of  AZT  remains  that  high,  so  that  is 
my  first  concern. 

Clearly,  you  know,  I  am  a  community  AIDS  practitioner  and 
know  how  the  cost  of  drugs  gets  established,  but  clearly  that  single 
drug  is  what  scares,  I  think,  big  business  that  are  self-insurers, 
scares  health  care  providers,  and,  in  fact,  scares  individuals  from 
seeking  early  intervention  because  of  the  fear  of  the  costs  involved 
with  that  drug. 

There  are  a  whole  host  of  new  antiretroviral  drugs  that  are 
being  developed,  some  which  I  think  will  be  successful.  Whether 
they  will  be  more  successful  or  less,  I  don't  know. 

It  concerns  me  that  having  set  the  standard  of  cost  at  this  high  a 
level  that  regardless  of  the  developmental  costs  and  the  cost  of  pro- 
duction that  there  will  be  maybe  a  slight  undercutting  but  not  a 
significant  undercutting. 

Mrs.  Boxer.  Dr.  Greenspan,  I  have  more  of  a  comment  to  you, 
and  I  will  speak  for  myself  here.  I  think  it  is  shocking  that  the 
funds  were  withheld,  $11.5  million  in  the  context  of  the  Federal 
budget,  I  just  feel  that  for  you  people  who  really  are  overwhelmed 
by  this,  you  deserve  to  have  that  reimbursement,  and  I  intend  to 
put  some  language  in  the  budget  resolution  without  question,  and  I 
hope  Mr.  Buechner  is  convinced  that  that  is  a  good  idea,  too.  And 
then  I  hope  that  the  Appropriations  Committee  understands  this 
because  it  is  really  immoral,  because  it  is  true  that  the  dental  cov- 
erage is  terribly  universal  anyway  and  people  just  don't  go  to  the 
dentist  because  they  don't  have  the  coverage  or  the  coverage  is  so 
paltry,  that  these  conditions  are  so  difficult  that  people  are  forced 
to  go  to  you,  and  you  are  getting  the  burden,  the  dental  schools, 
because  they  can't  go  to  a  private  dentist. 
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I  guarantee  you  that  we  will  put  something  in  the  resolution  and 
hope  that  Mr.  Natcher  will  see  the  light  in  terms  of  caring 
through. 

Mr.  Buechner. 

Mr.  Buechner.  Dr.  Greenspan,  I  will  go  to  you  first. 

I  was  reading  an  article.  I  am  not  sure  whether  it  was  the  New 
York  Times  or  a  publication  this  weekend  that  dentists  throughout 
the  country  are  beginning  to  charge  a  sterilization  fee  for  every  pa- 
tient who  comes  in,  they  give  them  a  little  pamphlet  that  says  to 
help  protect  you  against  AIDS,  we  are  enacting  a  sterilization  tech- 
nique, and  there  has  been  an  added  cost.  I  think  it  cited  $10.  I  am 
wondering,  recognizing,  of  course,  that  you  have  to  protect  both  the 
patient  and  the  health  care  provider,  but  certainly  part  of  it  is 
playing  off  on  the  fears  of  society  as  I  am  wondering  if  that  $10 
might  be  better  used  to  fund  a  pool  to  help  provide  for  those  who 
aren't  insured? 

I  am  just  saying  that  parenthetically. 

Dr.  Greenspan.  I  have  heard  various  amounts  quoted.  I  have 
heard  the  story  before,  anjrthing  from  $1  to  $2  to  $10.  I  won't  get 
into  the  ethics  of  whether  I  think  that  is  a  good  or  a  bad  thing. 
That  is  not  the  point  of  us  being  here.  I  think  the  concern  for  den- 
tists is  that  they  should  have  been  doing  infection  control  a  long 
time  ago. 

We  have  know  for  a  long  time  that  hepatitis  B  is  readily  trans- 
mitted. I  am  sure  even  childhood  disease  are  readily  transmitted  in 
the  dental  office.  But  what  has  happened  is  the  dental  reimburse- 
ment is  based  on  set  fees. 

These  are  quite  difficult  to  set  with  insurance  companies,  for  in- 
stance, so  to  suddenly  have  to  increase  your  costs  of  operation,  it  is 
not  like  in  big  business  where  you  can  successfully  put  up  the  cost 
of  your  automobile  or  your  dress  you  are  wearing. 

The  dentist  is  genuinely  faced  with  increased  costs,  and  it  will 
take  some  time  for  the  dentist  to  actually  be  able  to  bill  that  in  so 
he  can  be  fairly  reimbursed  in  the  insurance  setting,  which  actual- 
ly then  sets  the  scene  for  charges.  That  is  how  the  fees  are  set. 

I  think  it  is  in  this  interim  period  that  some  dentists  have  chosen 
to  take  this  route  of  asking  people  to  pay  a  little  toward  the  infec- 
tion control.  I  would  see  it  as  being  only  a  temporary  thing. 

I  don't  think  it  should  be  there,  but  I  think  the  dentists  are 
doing  it  as  a  ^temporary  measure  while  they  are  trying  to  adjust  to 
how  much  it  is  costing  them  and  how  much  it  can  be  built  into  the 
future  fees. 

Mr.  Buechner.  In  your  prepared  remarks  on  page  4,  where  you 
address  the  issue  of  facilities  providing  oral  health  care  to  AIDS 
patients,  although  you  don't  specifically  mention  this  as  an  eco- 
nomic problem,  I  would  presume  that  once  having  bet  i  identified 
as  a  treatment  center  that  helps  to  deal  with  the  AIDS  patients 
that  then  the  non-HIV  infected  clients  or  constituency  would  then 
steer  away  so  that  you  have  sort  of  a  catch  22. 

So  the  doctors  what  choose  to  go  into  that  speciality  know  that, 
A,  they  are  not  given  the  same  sort  of  treatment  by  Federal  fund- 
ing as  a  Medicare  doctor,  for  instance,  would  have  the  knowledge 
that  at  least  they  could  then  deal  with  a  lot  of  medicare  patients, 
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so  you  don't  get  that,  but  then  you  lose  your  other  patient  base. 
Would  that  be  a  fair  statement? 

Dr.  Greenspan.  I  think  that  losing  the  other  patient  base  I  think 
probably  depends  on  where  you  operate.  Here  in  San  Francisco  we 
have  a  very  well-educated  population.  The  press  have  done  a  tre- 
mendous job,  newspapers,  the  media.  I  think  we  have  a  relatively 
well-informed  population,  and  that  has  not  been  a  major  problem 
in  our  center. 

It  is  a  problem  for  the  private  practitioner  who  sees  AIDS  pa- 
tients, and  that  private  practitioner  may  seek  to  see  patients  at  the 
end  of  the  day  or  on  a  different  day  not  because  he  didn't  want  to 
treat  people  with  AIDS  or  HIV  infection,  but  he  is  afraid  in  a  cer- 
tain community  if  he  is  known  as  an  AIDS  dentist,  people  will  no 
longer  come  to  him.  So  it  certainly  is  a  concern  in  many  areas. 

Mr.  BuECHNER.  Lastly,  Doctor,  you  mentioned  that  people  are 
avoiding  their  own  insurance  plan,  their  own  HMO  plans,  even 
traveling  from  other  States,  did  that — I  guess  one  of  two  things. 
Are  they  getting  funded  then  through  medical  payments  if  they 
come  to  California?  They  wouldn't  be  eligible  for  that.  It  must  just 
come  out  of  their  pocket,  wouldn't  that  be  correct? 

Dr.  FoLLANSPEE.  Yes,  it  comes  out  of  their  pocket. 

Mr.  BuECHNER.  So  they  are  traveling  here  because  it  is  a  better 
quality  of  treatment  and  to  avoid  letting  their  own  community 
know  they  are  infected,  would  that  be  it? 

Dr.  FoLLANSPEE.  As  proud  as  I  am  of  the  kind  of  care  I  give,  I 
think  the  majority  of  time  they  are  not  getting  better  treatment 
from  me  than  they  are  getting  in  Denver  or  Seattle.  What  they  are 
getting  though  is  a  setting  in  which  they  perceive  themselves  to  be 
at  less  risk  for  exposure,  that  their  employer,  their  friends,  in  some 
cases  their  spouse  won't  know  the  nature  of  their  health  problems. 

I  don't  think  that  they  are  getting  that  much  better  care,  they 
are  just  getting  care  elsewhere. 

Mr.  BuECHNER.  Have  you  been  able  to  do  any  kind  of  statistical 
follow  up,  you  and  other  physicians,  health  care  providers  working 
in  the  health  care  field,  of  what  you  are  talking  about  in  terms  of 
the  numbers  of  people  who  are  using  this  kind  of  duplicitous — that 
is  the  wrong  word,  but  that  they  are  trying  to  shelter  somebody 
from  the  knowledge,  maybe  themselves  even? 

Dr.  FoLLANSPEE.  I  Can't  give  you  a  percentage.  As  a  consultant,  I 
can  give  you  maybe  an  idea  from  my  own  practice,  but  it  is  not 
representative,  and  I  don't  know,  you  know,  what  the  denominator 
is,  in  fact,  and  so  I  really  don't  think  that  it  is  a  major  problem.  I 
think  that  the  instances  highlight  that  the  problem  did  exist. 

Mr.  BuECHNER.  The  reason  I  raise  that  is  because  in  a  way  it 
then  optimistically  skews  the  information  that  is  available  for  the 
health  care  carriers  that  if  people  who  have  the  ability  to  make  a 
claim  against  an  HMO  or  a  carrier  are  not  making  that  claim, 
then  the  amount,  dollar  amount  and  the  number  of  people  being 
treated  under  insured  programs  is  then  understated,  would  that 
not  be  correct? 

Dr.  FoLLANSPEE.  Yes;  in  fact,  it  is  true,  I  think  if  I  were  sitting  at 
the  desk  writing  the  checks  from  that  HMO,  whatever,  I  probably 
wouldn't  complain  too  much  because  of  the  cost. 
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Mr.  BuECHNER.  I  am  sure  they  are  not  complaining,  but  for  us 
the  statistics  then  are  probably  understated. 

Dr.  FoLLANSPEE.  Yes,  they  may  be  understated.  There  may  be 
people  who  are  getting  their  HIV  care,  for  example,  in  the  public 
sector,  for  instance,  going  to  a  health  clinic  in  San  Francisco  in 
order  to  get  what  they  perceive  as  better  care  or  at  least  different 
care  and  it  is  certainly  anonymous  care  with  respect  to  their  own 
health  care  plan. 

Mr.  Beuchner.  Ms.  Miramontes,  I  would  just  like  to  ask  you 
what  impact  do  you  think  the  worry  about  AIDS  treatment  has 
had  on  recruitment.  We  are  talking  about  a  dramatic  nursing 
shortage  already  existent  and  predicted  to  be  even  far  more  dra- 
matic in  the  next  decade.  Do  you  think  that  this  is  one  of  the 
things  that  is  scaring  

Ms.  Miramontes.  I  think  it  could  be,  but  it  is  very  hard  to  gather 
data  about  why  people  didn't  go  into  nursing  because  we  don't 
interface  with  them,  but  I  would  like  to  make  an  emphasis  about 
the  nursing  shortage  and  the  reality. 

What  it  is  is  not  so  much  a  shortage  as  an  increased  demand  be- 
cause if  you  look  at  the  figures  back  in  the  mid-1970's,  you  would 
use  51  nurses  for  every  100  patients.  Today  we  are  using  91  nurses 
for  every  100  patients,  so  what  has  happened  has  been  a  dramatic 
increase  in  the  demand  for  nursing  care. 

Patients  are  sicker.  For  instance,  we  used  to  think — I  still  work 
as  a  staff  nurse  a  few  days  a  month,  and  I  work  in  the  intensive 
care  unit.  What  I  am  finding  is  that  the  patients  in  intensive  care 
are  much  sicker,  but  when  I  go  on  the  floors  a  med-surg  floor,  they 
are  also  much  sicker  there  so  that  what  that  did  then  is  it  de- 
creases the  number  of  patients  that  a  nurse  can  take  care  of. 

Currently  across  the  country  over  80  percent,  about  81  percent  of 
all  nurses  that  have  an  active  license  are  working  in  nursing,  so  I 
hate  to  use  the  word  shortage  because  it  implies  something  that 
isn't. 

I  think  that  what  nursing  has  experienced  is  the  decrease  in  the 
labor  force,  for  one  thing,  plus  the  fact  that  97.5  percent  of  us  are 
women,  and  women  do  have  other  opportunities  besides  nursing.  I 
would  assume  that  AIDS  will  have  some  impact,  but  how  signifi- 
cant, I  don't  know. 

Again,  I  think  it  is  a  problem  of  education,  too. 

Mr.  Buechner.  Thank  you  very  much.  Thank  all  of  you. 

Mrs.  Boxer.  I  also  want  to  add  my  thanks.  I  want  to  pick  up  on 
Ms.  Miramontes'  brief  comment.  By  the  way,  I  thought  your  testi- 
mony was  an  excellent— all  of  what  we  should  be  doing  right  now. 
We  have  known  it  for  a  long  time.  We  are  still  not  doing  it  all. 

You  mentioned  the  pediatric  cases,  and  you  said  no  child  should 
come  into  the  world  with  this  kind  of  condition.  Are  you  seeing 
more  cases? 

Ms.  Miramontes.  We  are  beginning  to,  but  in  California,  you 
know,  close  to  90  percent  of  our  population  that  have  been  diag- 
nosed are  still  gay  white  males.  On  the  east  coast,  you  will  see  a 
much  higher  incidence  of  pediatric  cases,  and  I  think  what  we  are 
seemg  is  that  this  is  becoming  a  disease  of  families,  and  in  reality 
the  gay  community  is  a  nontraditional  family.  And  so  it  really  also 
has  been  a  disease  of  families,  but  what  we  are  seeing  is  now  that 
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it  is  beginning  to  infect  families  in  the  traditional  family  models, 
and  I  would  anticipate  that  we  will  begin  to  see  a  higher  incidence. 

In  just  kind  of  antidotal  information  that  I  gather  from  my  col- 
leagues, we  are  seeing  an  increase  in  pediatric  HIV  status,  and  we 
talk  about  the  IV  drug  population,  but  we  also  need  to  talk  about 
the  crack  population,  because  I  saw  an  article  a  couple  months  ago 
in  the  New  York  Times  that  crack  houses  will  transmit  the  virus 
to  the  degree  that  bath  houses  did  among  the  gay  population  and 
that  we  need  to  be  aware  that  it  is  not  just  IV  drugs.  It  is  all  drugs. 

Mrs.  Boxer.  We  have  an  enormous  problem  on  our  hands,  and  I 
would  say  considering  the  fact  that  you  just  put  out  about  the 
crack  houses,  I  don't  think  those  people  are  rushing  off  to  get 
tested.  So  when  the  Federal  Government  says  that  it  is  not  a  mil- 
lion people  carrying  the  virus,  it  is  less,  what  does  it  say,  750,000, 
carrying  the  virus? 

Dr.  FoLLANSPEE.  Yes. 

Mrs.  Boxer.  And  we  know  certain  people  won't  come  forward 
and  be  tested  even  now,  as  we  speak,  even  though  we  know  about 
intervention,  we  have  the  crack  problem,  the  HIV  population  that 
doesn't  come  forward  and  get  tested,  I  just  think  and  would  under- 
score, Ms.  Miramontes,  what  you  said,  that  this  better  not  be  used 
as  an  excuse  to  go  back  because  we  have  intractable  problems,  and 
the  family  groups  that  are  now  the  target  are  the  ones  most  diffi- 
cult to  reach. 

Ms.  Miramontes.  I  think,  too,  that  we  talk  about  early  interven- 
tion, but  in  reality  large  groups  of  our  population,  for  instance,  mi- 
norities and  those  in  the  inner  cities,  do  not  have  early  interven- 
tion available.  So,  yes,  we  need  to  do  that,  but  we  need  them  to 
really  fund  early  intervention  so  it  is  nationwide. 

Mrs.  Boxer.  We  have  to  have  early  intervention  opportunities, 
and  we  have  to  make  sure  that  people  aren't  afraid  to  come  for- 
ward and  get  tested.  It  doesn't  do  any  good  if  we  don't  know  who 
has  the  virus. 

I  want  you  to  know  we  are  having  a  hearing  on  pediatric  AIDS 
in  D.C.,  which  will  be  interesting,  and  we  will  keep  you  informed.  I 
thank  this  panel  very,  very  much.  You  have  been  very  helpful  to 
us. 

Now,  we  have  our  last  panel.  The  title  is  Services  at  the  Local 
Level:  Straining  Under  Client  Demand  and  the  Urgency  of  Impact 
Aid.  Our  witnesses  are  Dr.  Shirley  Gross,  executive  director  of  Bay- 
view  Hunters  Point  Foundation;  Brian  Slattery,  executive  director 
of  the  Marin  Treatment  Center;  Pat  Franks,  director,  AIDS  Re- 
source Program  at  UCSF;  and  Pat  Christen,  executive  director  of 
the  San  Francisco  AIDS  Foundation. 

I  want  to  welcome  you.  Are  you  all  here  at  the  table?  I  want  to 
say  to  my  colleague  that  the  people  you  are  about  to  meet  and  get 
to  know  here  in  the  next  half  hour  or  so  are  people  who  have  been 
dealing  with  this  epidemic  almost  from  day  one,  and  the  experi- 
ence that  they  bring  to  us  is  the  experience  that  we  could  never 
hope  to  learn  in  such  an  effective  way,  and  they  are  dealing  with 
the  problem  on  the  ground. 

It  is  my  privilege  to  welcome  you  all  here  and  to  call  on  the  exec- 
utive director  of  Bayview  Hunters  Point  Foundation,  Dr.  Shirley 
Gross.  We  welcome  you. 
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STATEMENT  OF  SHIRLEY  GROSS,  EXECUTIVE  DIRECTOR, 
BAYVIEW  HUNTERS  POINT  FOUNDATION 

Dr.  Gross.  Thank  you.  I  am  going  to  be  talking  today  about  serv- 
ices. 

Mr.  BuECHNER.  Doctor,  would  you  pull  the  microphone  up.  We 
can  hear  you,  but  I  want  to  make  sure  everybody  else  can. 

Dr.  Gross.  I  am  going  to  talk  to  you  today  about  services  to  black 
and  other  people  of  color  communities  in  San  Francisco.  I  would 
assume,  though,  that  the  norm  for  San  Francisco  is  less  than  the 
norm  for  other  cities  and  States. 

Services  to  people  of  color  is  limited  to  severely  underfunded  edu- 
cation programs,  with  no  expectation  of  increased  funding  in  sight. 

As  reported  nationally,  people  of  color  are  overrepresented  in 
HIV  disease  cases,  disproportionately  to  their  numbers  in  the  gen- 
eral population.  Yet,  policymakers  continue  to  ignore  the  need  to 
educate  all  the  people  of  color  about  their  risk  for  this  disease. 

Gay  and  bisexual  black  men  and  other  men  of  color  have  no 
services  that  are  designed  specifically  to  meet  their  unique  cultural 
needs  in  their  own  communities.  Black  and  other  women  of  color 
receive  limited  services  that  are  designed  to  meet  the  needs  of  in- 
fected women,  substance  abusers,  sexual  partners  of  IVDU's  and 
sexual  partners  of  incarcerated  men  who  enjoy  same  sex  pleasures 
while  in  jail  and  return  home  to  heterosexual  relationships. 

Crack  users  who  have  engaged  in  sex  in  exchange  for  drugs  and 
may  have  multiple  sex  partners  on  a  daily  basis  receive  little  or  no 
education  on  their  risk  for  HIV  infection. 

In  San  Francisco  there  is  one  program  in  each  of  the  ethnic  com- 
munities that  has  the  responsibility  of  providing  education  to  thou- 
sands of  people,  and  we  estimate  that  less  than  $20  is  spent  on 
each  person  that  we  contact  to  educate  on  HIV  disease. 

Mr.  BuECHNER.  Excuse  me,  did  you  say  $20? 

Dr.  Gross.  Yes;  and  that  may  be  a  high  figure.  I  will  be  able  to 
give  you  better  figures  when  I  give  you  this  testimony  in  a  type- 
written form. 

There  is  no  funding  to  these  communities  for  testing,  treatment, 
and/or  early  intervention. 

Substance  abusers  are  not  readily  included  in  chemical  trials  and 
gay  and  bisexual  men  of  color  number  few.  We  are  now  beginning 
our  fifth  year  of  open  and  public  involvement  in  the  fight  against 
HIV  disease,  yet  as  the  numbers  grow,  the  people  of  color  commu- 
nities, funding  does  not  increase.  There  needs  to  be  some  assurance 
at  the  Federal,  State,  and  local  level  that  mandate  adequate  fund- 
ing for  these  communities  and  ways  to  monitor  to  make  sure  that 
the  funding  actually  gets  to  the  affected  community. 

It  does  no  good  to  talk  about  the  amount  of  funding  allocated  if 
we  don't  get  our  fair  share.  As  we  enter  the  decade  of  the  1990's, 
estimates  for  the  number  of  people  who  will  be  diagnosed  with  HIV 
disease  are  alarming.  People  of  color  will  die  from  this  disease 
without  having  had  the  benefit  of  education  to  prevent,  testing  to 
identify,  and  treatment  to  increase  the  life  span.  That  is  unaccept- 
able m  a  nation  that  spends  billions  of  dollars  on  this  epidemic. 

A  wise  man  once  asked  me  how  I  would  distribute  the  funding  to 
fight  HIV  disease,  and  he  was  talking  about  San  Francisco,  and  I 
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said  to  him  quite  simply  that  if  blacks  are  25  percent  of  the  affect- 
ed population,  then  give  the  black  community  25  percent  of  all 
funding  that  is  allocated  for  AIDS,  treatment,  research,  interven- 
tion, education,  all  of  that. 

I  think  that  if  we  continue  to  ignore  where  people  of  color  are  in 
this  epidemic,  we  will  never  decrease  the  numbers,  and  so  I  appeal 
to  you  at  the  Federal  level  to  look  at  ways  to  assure  that  we  are 
able  to  provide  adequate  education,  intervention  and  treatment 
services  to  this  population. 

Mrs.  Boxer.  Thank  you  very  much. 

Our  next  speaker,  Brian  Slattery,  is  the  executive  director  of  the 
Marin  Treatment  Center.  Welcome,  Brian. 

STATEMENT  OF  BRIAN  SLATTERY,  EXECUTIVE  DIRECTOR, 
MARIN  TREATMENT  CENTER 

Mr.  Slattery.  Good  morning.  Madam  Chairman  and  Congress- 
man. Thank  you  for  the  opportunity  to  appear  here  today. 

I  am  Brian  Slattery,  chairman  of  the  Marin  County  AIDS  Advi- 
sory Commission,  which  was  established  by  our  local  board  of  su- 
pervisors to  advise  it  and  county  departments  on  HIV  programs 
and  policy.  I  am  also  the  executive  director  of  the  Marin  Treat- 
ment Center,  which  has  been  providing  AIDS-related  service  for 
the  past  6  years,  focusing  on  drug  and  alcohol  users. 

Marin  County,  which  is  just  across  the  Golden  Gate  Bridge,  is  a 
suburban  and  rural  county  which  is  being  devastated  by  the  HIV 
epidemic.  Next  to  San  Francisco,  we  have  the  second  highest  per 
capita  rate  of  AIDS  diagnoses  in  California.  As  of  the  end  of  1989, 
we  have  274  people  diagnosed  with  AIDS,  of  whom  119  are  alive 
today. 

We  estimate  we  have  another  600  people  with  ARC  and  some- 
where in  the  range  of  from  2,000  to  5,000  who  are  HIV  seropositive. 

Our  reported  AIDS  cases  are  clearly  under-reported,  since  many 
of  our  residents  get  health  care  and  support  services  in  San  Fran- 
cisco, for  which  we  are  very  appreciative  and  grateful.  A  major 
problem  for  us  is  the  failure  of  our  State  and  Federal  agencies  to 
recognize  the  significance  of  a  high  per  capita  incidence,  especially 
in  suburban  and  rural  counties. 

Other  than  San  Francisco,  Marin  and  Sonoma  are  the  only  two 
of  California's  58  counties  with  a  per  capita  incidence  of  AIDS 
greater  than  100  per  100,000  of  population:  In  other  words,  the  risk 
and  the  impact  in  suburban  Marin  County,  CA,  exceeds  that  of  Los 
Angeles  County,  Alameda  County,  Orange,  San  Diego,  and  in  fact, 
most  of  this  country.  Yet  both  Marin  and  Sonoma  are  barely  able 
to  keep  pace  with  the  level  of  HIV  prevention  that  is  needed  in 
these  counties  where  the  virus  is  so  very  prevalent. 

We,  too,  like  San  Francisco,  are  in  the  midst  of  a  public  health 
emergency,  the  likes  of  which  we  have  not  seen  before.  We  clearly 
need  increased  Federal  financial  assistance.  In  just  this  past  year 
Marin  has  seen  its  first  babies  with  AIDS,  a  large  increase  in  intra- 
venous drug  users  being  diagnosed — 28  percent  of  those  diagnosed 
in  1989 — and  blacks  and  Hispanics  now  being  severely  impacted  in 
Marin.  An  increasing  portion  of  our  people  with  AIDS  are  poor  and 
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uninsured.  Local  resources  cannot  provide  necessary  health  care 
and  support  services. 

An  example  of  our  experience  as  a  suburban  community  oc- 
curred when  the  interagencies  recently  sought  Federal  Bureau  of 
Heath  grant  assistance  to  provide  an  HIV  clinic  for  our  drug  ad- 
dicts, their  sex  partners  and  their  children. 

Although  ours,  like  others  from  around  the  country,  was  a  pro- 
posal approved  by  the  Public  Health  Service  for  the  funding,  limi- 
tations on  available  funds  resulted  in  this  nationwide  competition 
funding  only  15  such  projects.  Marin  County's  present  share  of 
HRSA  funding,  which  is  allocated  on  a  regional  basis  out  of  San 
Francisco,  is  $32,500  a  year  for  an  HIV  clinic,  not  nearly  enough  to 
meet  the  needs  that  we  face  right  now  nor  in  the  future. 

Our  carefully  thought  out  and  adopted  HIV  response  plan  calls 
for  an  additional  $750,000  to  fund  a  clinic,  case  managers,  and 
other  necessary  services.  Even  in  an  affluent  community  like 
Marin,  our  health  care  system  is  unable  to  continue  to  care  for  the 
increasing  numbers  of  people  with  HIV.  The  private  medical  com- 
munity will  no  longer  accept  patients  whose  only  source  of  support 
is  MediCal  because  reimbursement  is  so  far  below  the  actual  cost  of 
care.  Many  of  our  HIV  infected  people  have  no  source  of  health 
care  at  all  other  than  through  emergency  rooms  or  by  coming  to 
San  Francisco.  We  need  Federal  funds  for  an  HIV  treatment 
center. 

In  order  for  the  distribution  to  Federal  funds  to  be  equitable, 
they  must  be  allocated  in  a  way  that  recognizes  the  disasters  cre- 
ated by  a  high  per  capita  incidence  of  HIV  as  in  Marin  and 
Sonoma,  not  merely  large  absolute  numbers  of  diagnosed  cases. 

We  are  particularly  alarmed  at  the  high  risk  to  our  teenagers 
who  still  do  not  receive  the  information  and  support  they  need  to 
adequately  protect  themselves.  While  most  teens  are  sexually 
active  by  age  18  and  many  experiment  with  drugs,  few  take  the 
necessary  precautions  to  prevent  infection. 

We  are  also  concerned  about  our  government's  failure  to  ade- 
quately warn  people  about  the  risks  of  the  use  of  even  moderate 
amounts  of  alcohol  and  drugs  which  can  lead  to  unsafe  sexual  and 
drug  use  behaviors. 

Finally,  I  urge  you  to  remember  that  although  many  view  HIV 
as  a  long-term  chronic  disease,  almost  one  person  dies  each  week  of 
AIDS  in  our  small  county,  population  of  228,000,  and  there  is  still 
no  cure  for  HIV. 

People  with  HIV  need  wider  access  to  promising  treatments  and 
rapid  testing  of  existing  drugs  to  develop  better  treatment  options. 
We  must  increase  and  expedite  the  Federal  research  efforts,  includ- 
ing treatments  for  the  opportunistic  infections  and  diseases  which 
occur  during  the  course  of  HIV  and  which  continue  to  kill  more  of 
our  people.  Thank  you. 

[The  prepared  statement  of  Mr.  Slattery  may  be  found  at  end  of 
hearing.] 

Mrs.  Boxer.  Thank  you,  Brian,  very  much  for  coming  over.  Do 
you  have  a  copy  of  your  testimony?  I  would  like  to  have  it. 

Next  is  Pat  Franks,  director  of  AIDS  Resource  Program,  UCSF. 
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STATEMENT  OF  PAT  FRANKS,  DIRECTOR,  AIDS  RESOURCE 
PROGRAM,  UCSF 

Ms.  Franks.  Thank  you. 

I  am  presenting  testimony  today  on  Dr.  Philip  Lee's  behalf.  He  is 
in  Washington,  DC,  and  is  not  able  to  come  and  has  asked  me  to 
summarize  the  major  points  of  the  testimony  that  we  prepared  to- 
gether. 

Dr.  Lee  and  I  prepared  this  testimony,  this  document,  as  a  guide 
to  the  Task  Force  on  Human  Resources.  Basically,  we  looked  at 
four  areas  in  the  written  testimony:  the  geographic  impact  of  the 
HIV  epidemic  in  the  United  States,  trends  in  the  epidemic  that  we 
feel  should  influence  response  to  the  epidemic,  the  past  allocation 
of  resources  from  fiscal  year  1982  through  fiscal  year  1990,  and  the 
future  allocation  of  resources. 

Others  who  have  testified  today  have  addressed  the  issue  of  geo- 
graphic impact  and  major  trends  in  the  epidemic,  so  I  will  move 
on.  I  will  say  this  about  trends,  that  the  epidemic  has  expanded 
and  shifted  in  terms  of  the  populations  affected,  the  epidemic  has 
expanded  from  a  clinical  standpoint,  the  epidemic  has  expanded  in 
terms  of  the  numbers  of  people  who  can  benefit  from  early  inter- 
vention, it  has  expanded  in  terms  of  the  numbers  of  people  who 
benefit  from  substance  abuse  prevention  and  treatment  linked  with 
continuing  care  and  early  intervention,  and  it  has  expanded  in 
terms  of  the  number  of  people  who  require  long-term  care  or  sup- 
port. 

When  we  look  at  the  past  allocations  of  government — Federal 
and  State  government — clearly  the  Federal  Government  has  been 
generous  in  its  support  of  research,  and  Federal  AIDS  expenditures 
have  increased  rather  dramatically  over  the  past  years.  States  have 
also  been  generous,  but  we  still  have  problems.  One  of  the  prob- 
lems is  that  we  do  not  have  policy  goals  or  comprehensive  AIDS 
plans  at  any  level  of  government. 

I  believe  that  all  of  us  in  government  should  be  guided  by  four 
broad  policy  goals.  The  first  goal  is  to  end  the  HIV  epidemic 
through  prevention,  education,  and  research.  The  second  goal  is  to 
assure  access  to  treatment,  care,  and  support  services  for  all  per- 
sons with  HIV  infections.  The  third  goal  is  to  protect  the  civil 
rights  of  all  citizens;  and  the  fourth  goal  is  to  assure  adequate 
funding  for  a  continuum  of  HIV  prevention,  treatment,  care,  and 
support  services  and  HIV  research  through  effective  public 
sector — Federal,  State,  and  local  government — and  private  sector 
leadership  and  partnership. 

I  would  request  of  the  Budget  Committee  in  this  session — some 
cities  and  counties  have  been  policymakers  and  providers  of  first 
and  last  resort  in  this  epidemic — that  some  immediate  steps  be 
taken.  We  have  several  problems  related  to  the  epidemic. 

The  first  is  the  link  between  the  HIV  epidemic  and  the  drug  epi- 
demic; and,  of  course,  we  have  grave  problems  in  our  health  care 
system.  But  cities  and  counties  and  States  heavily  impacted  by  the 
HIV  epidemic  cannot  wait  for  major  health  care  reforms  to  address 
major  problems  in  the  health  care  system  or  for  the  war  on  drugs 
to  finally  be  over.  We  need  to  take  steps  immediately  and  over  the 
longer  term. 
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The  Administration's  allocation  of  $1.7  billion  for  research  and 
other  HIV-related  activities  within  the  Public  Health  Service  is  not 
sufficient.  We  must  address  the  lack  of  an  effective  Federal  part- 
nership with  States  and  localities  in  addressing  problems  related  to 
the  organization,  delivery,  and  financing  of  a  continuum  of  HIV 
prevention,  treatment,  care,  and  support  services  as  well  as  sub- 
stance abuse  treatment  services. 

Immediate  steps  under  existing  legislative  authority  include  ap- 
propriate $25  million  for  early  intervention  projects — this  has  been 
authorized  earlier — provide  supplemental  appropriations  to  HRSA, 
increase  pediatric  demonstration  projects  to  $30  million;  increase 
adult  demonstration  projects  from  $17  to  $50  million;  and  increase 
planning  grants  to  low-incidence  communities  from  zero  to  $5  mil- 
lion. 

The  next  steps  under  new  legislative  initiatives  are  establish  au- 
thority under  the  AIDS  Health  Care  Services  Act,  H.R.  2954,  by 
amending  that  act  to  provide  impact  aid,  direct  emergency  aid,  dis- 
aster relief  to  local  jurisdictions,  cities  and  counties.  We  spell  out 
in  our  testimony  suggested  provisions  relating  to  those  grants. 

Second  of  all,  establish  authority  under  the  AIDS  and  Housing 
Opportunity  Act,  H.R.  3423,  to  provide  programs  to  prevent  home- 
lessness  and  to  provide  short  and  long-term  housing  for  support  for 
persons  with  HIV  disease. 

Third,  and  most  importantly,  urge  Senator  Pete  Wilson  and 
other  conferees  to  sign  the  Substance  Abuse  Prevention  and  Treat- 
ment Conference  report  when  Congress  returns  to  session  on  Janu- 
ary 23.  The  failure  of  Congress  to  act  on  the  conference  report  rep- 
resents a  loss  of  $40  million  for  waiting  list  reduction  grants;  a  loss 
of  $75  million  for  pregnant  women  and  children;  and  a  loss  of  $50 
million  for  drug  treatment  through  community  health  centers,  mi- 
grant health  centers  and  homeless  health  centers. 

I  will  close  it  with  those  comments. 

[The  prepared  statement  of  Dr.  Philip  R.  Lee  may  be  found  at 
end  of  hearing.] 

Mrs.  Boxer.  Thank  you  very  much.  We  appreciate  your  remarks. 

Our  last  panelist— certainly  not  our  least— is  Pat  Christen,  exec- 
utive director,  San  Francisco  AIDS  Foundation.  She  has  been  work- 
ing to  help  me  for  quite  a  while  in  terms  of  what  I  need  to  do  to 
help  move  things  off  dead  center. 

STATEMENT  OF  PAT  CHRISTEN,  EXECUTIVE  DIRECTOR,  SAN 
FRANCISCO  AIDS  FOUNDATION 

Ms.  Christen.  I  am  Pat  Christen,  executive  director  of  the  San 
Francisco  AIDS  Foundation.  The  foundation  provides  AIDS  preven- 
tion education,  a  toll-free  hotline,  case  management,  emergency 
housing,  and  a  food  bank  for  people  with  AIDS  and  ARC,  and  advo- 
cates for  sound  public  policy  on  issues  related  to  AIDS.  We  current- 
ly employ  a  staff  of  55  and  have  a  volunteer  base  of  500. 

Today,  I  would  like  to  cover  three  main  issues  with  you.  Many  of 
these  have  been  touched  on  today,  but  I  think  it  is  a  nice  summary 
of  today's  whole  hearings. 
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First,  I  will  outline  arguments  for  impact  aid  or  disaster  relief — I 
use  the  terms  interchangeably — for  AIDS  disaster  areas  in  this 
country. 

Second,  I  will  highlight  significant  differences  between  San  Fran- 
cisco AIDS  epidemiology  and  the  rest  of  the  country,  and  third,  I 
will  explain  why  these  differences  call  for  extremely  flexible  and 
immediate  Federal  assistance  in  the  form  of  disaster  relief 
moneys — for  the  bay  area  and  other  high  impact  municipalities. 

As  you  know,  San  Francisco  is  really  a  small  city.  With  a  popula- 
tion of  only  750,000,  we  already  have  seen  7,686  diagnosed  cases  of 
AIDS.  By  1993,  that  number  is  expected  to  top  17,000.  In  the  gay 
and  bisexual  male  community  alone,  one  in  four  men  will  be  diag- 
nosed by  that  same  year. 

These  devastating  numbers  raise  deeply  unsettling  concerns.  The 
question  that  we  at  the  San  Francisco  AIDS  Foundation  face  daily, 
as  do  other  community-based  agencies  across  the  country,  is  how 
we  can  garner  the  necessary  resources  to  meet  the  needs  presented 
by  the  epidemic  today,  much  less  face  the  demands  which  will  arise 
down  the  road. 

Throughout  this  epidemic,  community-based  support  for  HIV 
services  has  been  the  cornerstone  of  the  San  Francisco  model  of 
AIDS-r elated  care.  Approximately  50  cents  out  of  every  dollar 
spent  in  this  city  for  AIDS  services  last  fiscal  year  came  from  the 
private  sector.  At  my  agency  in  particular,  nearly  80  cents  out  of 
every  dollar  of  support  came  from  private  sector  donations.  This 
type  of  commitment  cannot  be  expected  to  continue  when  AIDS-re- 
lated  costs  in  San  Francisco  will  approach  $400  million  within  a 
few  years. 

So  what  is  to  be  done? 

We  must  have  the  immediate  infusion  of  Federal  dollars  into  re- 
gions of  the  country  hardest  hit  by  the  epidemic.  Cities  like  San 
Francisco,  New  York,  San  Juan,  Miami,  Newark,  Atlanta  and 
other  epicenters  of  this  disease  must  be  considered  natural  disaster 
areas  and  be  eligible  for  the  type  of  emergency  funding  we  would 
afford  a  drought  in  Kansas,  a  flood  in  Texas,  or  as  we  have  seen, 
an  earthquake  in  San  Francisco.  AIDS  should  be  considered  no  less 
a  natural  disaster  than  any  of  these  other  tragedies. 

We  cannot  expect  local  or  state  governments  to  carry  the  lion's 
share  of  the  costs  for  a  national  health  crisis  which  could  not  have 
been  predicted.  In  the  same  way  that  we  spread  the  cost  of  the 
drought,  flood  or  earthquake  over  the  whole  population  to  assist 
those  regions  hardest  hit  by  such  unanticipated  disasters,  we  must 
also  spread  the  cost  of  AIDS  over  the  entire  nation.  It  is  the  only 
civilized  thing  to  do. 

These  high  impact  areas  I  speak  of  are  readily  apparent  on  the 
map  of  the  continental  United  States.  I  have  the  map  here  for  the 
people  in  the  audience  and  I  also  have  it  as  an  attachment  to  my 
statement. 

As  of  November  1989,  nearly  80  percent  of  the  total  reported 
AIDS  cases  in  the  United  States  have  been  diagnosed  in  only  11  of 
our  states  and  territories.  That  is,  approximately  80  percent  of  the 
cases  have  been  reported  in  20  percent  of  the  country.  It  does  not 
take  a  rocket  scientist  to  look  at  that  map  and  see  there  are  areas 
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heavily  impacted  by  this  disease.  Clearly,  high  impact  AIDS  disas- 
ter areas  do  exist. 

Within  those  high  impact  regions  of  the  country,  certain  metro- 
politan areas  are  experiencing  crushing  AIDS  caseloads.  Graph  B 
provides  compelling  data  to  support  this  position. 

As  you  can  see,  this  graph  charts  new  AIDS  cases  per  100,000 
population  in  1988-89  for  the  six  metropolitan  areas  in  the  United 
States  with  the  highest  ratio  of  new  cases  to  overall  population — 
their  AIDS  impact  ratio. 

San  Francisco  is  in  an  unenviable  league  by  itself  with  110.3  new 
cases  per  100,000  population.  Second  and  third  ranked  San  Juan 
and  New  York  have  an  AIDS  impact  ratio  of  64.3  and  63.4  respec- 
tively— far  below  that  of  San  Francisco.  With  such  a  high  AIDS 
impact  ratio,  this  city  simply  cannot  bear  the  cost  of  the  epidemic 
locally,  cannot  withstand  the  productive  life  years  lost,  or  absorb 
the  health  care  costs  alone.  Like  the  October  earthquake,  AIDS  is  a 
natural  disaster  of  staggering  proportion  for  our  community. 

Next,  we  must  look  at  the  epidemiology  within  these  hard  hit 
municipalities  to  gain  a  clear  understanding  of  how  best  to  target 
disaster  relief  funds.  As  Chart  C  shows,  a  comparison  between  U.S., 
New  York,  and  San  Francisco  AIDS  epidemiology  demonstrates 
profound  differences  in  populations  affected  by  the  disease. 

In  the  past  year,  increased  and  justified  attention  has  been  fo- 
cused on  the  changing  face  of  the  epidemic.  It  is  often  stated  that 
"AIDS  is  no  longer  a  gay  disease"  and  that  the  "second  wave  of  the 
epidemic  is  being  seen  among  injection  drug  users."  While  these 
statements  are  not  wholly  inaccurate,  neither  are  they  entirely  cor- 
rect. A  closer  look  at  the  San  Francisco  and  New  York  pie  charts 
shows  why. 

As  of  November  1989,  in  New  York  City,  53.3  percent  of  the  diag- 
nosed AIDS  cases  were  reported  among  gay  and  bisexual  men  and 
36.8  percent  were  reported  among  nongay  injection  drug  users.  In 
San  Francisco,  as  of  November  1989,  95.6  percent  of  the  diagnosed 
AIDS  cases  were  reported  among  gay  and  bisexual  men.  Only  2 
percent  of  these  cases  were  reported  among  nongay  injection  drug 
users.  Again  that  is  reflected  on  the  pie  chart. 

Please  note  that  in  both  cities,  some  of  the  gay  men  with  AIDS 
are  also  injection  drug  users.  In  New  York,  3  percent  of  the  cases 
fall  in  this  category  and  in  San  Francisco,  10.6  percent. 

I  mention  these  differences  because  they  have  striking  implica- 
tions for  resource  allocation  decisions.  A  city  that  has  over  95  per- 
cent of  its  AIDS  cases  among  gay  and  bisexual  men  will  have  dif- 
ferent needs  and  demands  for  prevention  education,  culturally  re- 
spectful counseling,  monitoring,  and  HIV  and  drug  treatment  fa- 
cilities than  a  city  where  fully  one  third  of  its  cases  are  now  diag- 
nosed among  injection  drug  users.  To  put  it  bluntly,  in  my  city, 
AIDS  is  still  predominantly  a  gay  disease.  Gay  men  of  all  colors, 
but  a  gay  disease,  nevertheless. 

This  fact  is  not  likely  to  change  for  the  foreseeable  future.  The 
same  is  not  true  for  New  York  and  many  of  the  HIV  epicenters. 
Thus,  guidelines  established  for  the  allocation  and  distribution  of 
disaster  relief  monies  must  be  flexible  enough  to  take  these  differ- 
ences into  account.  This  is  where  you,  as  committee  members,  can 
play  strategic,  indeed  life-saving  roles,  as  we  move  forward  togeth- 
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er  to  craft  appropriations  and  authorization  HIV  disaster  relief 
language. 

It  will  do  my  city  little  good  if  you  or  your  colleagues  in  Congress 
support  or  condone  disaster  relief  guidelines  which  exclude  gay-sen- 
sitive programs  in  education,  counseling,  testing,  monitoring,  and 
treatment. 

Let  me  be  very  clear  about  my  concerns  here.  Any  language 
which  expressly  prohibits  the  funding  of  programs  which  support 
or  condone  homosexuality  is  entirely  unacceptable  to  me  and  my 
agency  and  flies  in  the  face  of  reason  and  compassion  in  a  city 
where  95  percent  of  our  AIDS  cases  are  among  gay  men  and  in  a 
country  where  nearly  70  percent  of  our  cases  are  seen  in  that  same 
population. 

Such  prohibitive  language  is  unethical  and  deadly.  I  urge  you  to 
find  the  political  will  to  oppose  these  measures.  Similarly,  any  dis- 
aster relief  guidelines  which  would  disallow  Federal  funding  for 
AIDS  service  programs  affiliated  with  bleach  distribution  to  injec- 
tion drug  users  are  unconscionable. 

Perhaps  the  primary  reason  our  caseload  and  HIV  infection  rate 
among  injection  drug  users  is  relatively  low  in  San  Francisco  is  be- 
cause of  our  early,  targeted,  street-based  bleach  distribution  cam- 
paigns. To  penalize  these  heroic  efforts  now  by  withdrawing  Feder- 
al support  for  those  programs  utilizing  bleach  would  be  inane. 

It  is  only  appropriate  and  wise  that  the  Federal  Government  es- 
tablish some  parameters  regarding  use  of  HIV  disaster  relief  funds. 
The  municipalities  most  gravely  affected,  however,  are  best  suited 
to  determine  the  priorities,  program  design,  and  target  populations 
or  neighborhoods  most  in  need  of  impact  aid.  I  encourage  you  to 
leave  the  specifics  to  local  decision-makers,  as  far  away  from  the 
confines  of  the  Beltway  as  possible. 

I  would  second  what  the  Mayor  said  this  morning.  It  is  inappro- 
priate for  those  decisions  to  be  made  in  Washington.  The  people  in 
Washington  do  not  have  the  expertise  of  a  Shirley  Gross  or  a  Pat 
Franks. 

In  closing,  I  must  tell  you  that  I  refuse  to  believe  that  my  com- 
munity is  expendable  to  this  nation.  I  urge  you  to  consider  some 
form  of  disaster  relief  to  ease  the  burden  we  face  in  this  public 
health  crisis.  I  simply  will  not  accept  the  systematic  neglect  of  my 
government  to  act  in  a  civilized,  intelligent  and  responsible  way 
toward  those  at  risk  for  or  suffering  from  this  disease.  I  expect  no 
less  of  you.  Thank  you  very  much. 

[The  prepared  statement  of  Ms.  Christen,  with  attachments,  may 
be  found  at  end  of  hearing.] 

Mrs.  Boxer.  Pat,  you  are  right.  That  is  a  very  good  way  to  close, 
very  direct.  As  far  as  I  am  concerned,  exactly  on  point. 

I  don't  have  any  specific  questions  for  you.  I  want  to,  however, 
comment  on  your  testimony.  When  I  say  we  are  at  a  crossroads, 
that  is  a  phrase  that  is  overly  used.  But  I  do  think  we  are.  What 
happens  in  this  country  is  a  very  short  attention  span.  At  first, 
when  AIDS  was  discovered,  when  Rock  Hudson  died  of  the  disease, 
it  was  the  first  time  that  Ronald  Reagan  used  the  word  AIDS.  He 
had  never  been  able  to  say  it  before. 

This  is  an  epidemic  that  is  going  to  go  on.  We  have  made  tremen- 
dous progress.  We  are  at  the  crossroads  because  having  made 
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progress,  we  now  know  that  we  can  treat  it.  If  we  turn  our  backs 
and  walk  away  just  because  it  has  been  dragging  on  and  rnaybe  the 
press  doesn't  come  as  much  as  they  used  to,  we  are  acting  in  an 
unacceptable  fashion. 

So  I  think  the  message  that  I  want  to  bring  to  the  Budget  Com- 
mittee, and  I  hope  Mr.  Buechner  will  carry  it  with  me  to  our  col- 
leagues, is  that  what  we  are  learning  from  the  impacted  areas  is 
that  you  really  need  us  now  more  than  ever;  that  you  are  reaching 
burnout  stage;  and  that  the  goals  that  Pat  listed  are  very  reasona- 
ble goals,  but  it  means  we  have  to  move  on  all  fronts. 

The  Budget  Committee  is  the  first  stop  of  the  President's  AIDS 
budget.  We  have  historically  been  the  ones  who  have  called  for 
more  AIDS  spending  unfortunately  than  the  appropriators  have 
chosen  to  appropriate.  We  will  do  it  again.  This  is  my  last  year  as 
Chair  of  this  Task  Force.  I  am  extraordinarily  unhappy  about  that, 
but  the  way  it  works  is  that  you  only  get  to  stay  on  the  Budget 
Committee  for  6  years  and  then  you  must  move  off,  giving  someone 
else  a  chance  to  come  on. 

So  because  it  is  really  my  last  possibility  to  affect  this  epidemic 
in  such  an  important  and  early  way — I  still  will  be  able  to  affect  it 
differentlj^  when  I  am  off  the  committee — I  intend  to  do  everything 
you  are  telling  me  you  want  me  to  do. 

I  am  going  to  draw  up  legislation  calling  for  impact  aid.  I  am 
going  to  talk  about  the  goals.  I  am  going  to  make  sure  that  all  my 
colleagues  understand  what  is  happening.  I  want  to  point  out  one 
positive  fact. 

Chuck  Schumer  of  New  York  is  also  on  the  Budget  Committee 
and  it  is  also  his  last  term  but  he  has  always  been  very  supportive 
and  this  year,  he  has  been  much  more  interested.  I  got  a  phone  call 
from  his  staff.  He  went  on  a  tour  of  the  AIDS  facilities  in  New 
York.  We  see  the  numbers  in  New  York.  We  know  what  is  happen- 
ing. We  know  what  stress  they  are  under.  He  is  ready  to  team  up. 

Now  it  is  interesting,  because  Mr.  Schumer  sits  on  a  very  special 
task  force  called  Emergency.  The  purpose  of  it  was  to  deal  with 
issues  like  the  S&L  crisis  and  the  problem  with  our  nuclear  waste 
disposal.  I  am  going  to  go  to  Chuck.  I  am  going  to  say  I  think  your 
task  force  ought  to  encompass  this  health  emergency;  and  I  think 
he  will  say  yes.  That  will  give  us  more  clout  on  the  Budget  Com- 
mittee. 

I  am  going  to  talk  about  the  problem  of  the  dental  universities, 
that  they  are  having,  very  overlooked  and— I  think— they  don't  get 
enough  credit  for  what  you  do.  I  am  going  to  talk  about  what  the 
private  sector  had  to  say  here  today.  We  have  to  reenergize  around 
this  issue,  because  people  are  tired.  They  are  tired  here  because  of 
the  burnout  and  they  get  tired  in  Washington  because  they  have 
had  to  hear  it  for  a  long  time,  and  they  are  just  going  to  have  to 
hear  it  a  little  longer  until  this  thing  is  under  control. 

So  I  want  to  thank  all  of  the  witnesses  today,  every  one  of  you, 
for  being  so  clear,  for  not  mincing  words,  for  laying  it  out  on  the 
table. 

For  me,  it  has  been  very  important.  People  ask  what  is  the  im- 
portance. It  IS  important  because  you  are  out  there.  I  have  to  carry 
the  message  back.  You  helped  me  to  do  that. 
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I  want  to  really  thank  my  colleague,  Congressman  Buechner,  and 
call  on  him  to  close  here.  He  is  from  Missouri;  they  have  AIDS  in 
Missouri  too,  but  they  are  not  impacted  like  we  are.  Yet,  his  com- 
passion and  concern  brought  him  out  here.  I  want  to  thank  him 
from  the  bottom  of  my  heart  and  ask  him  to  close  the  hearing. 

Mr.  Buechner.  Before  I  close,  I  would  like  to  ask  Dr.  Gross  a 
question. 

You  indicated  in  the  allocation  that  since  people  of  color  are  dis- 
proportionately impacted,  that  your  suggestion  was  that  the  same 
percentage  of  funds  should  be  allocated  as  a  percentage  of  the  over- 
all infected  population.  But  I  think  you  recognize  that  that  would — 
even  with  increasing  the  overall  amount — pull  money  away  from, 
say,  San  Francisco  and  move  it  to  New  York  City  or  Chicago  or 
Miami.  Would  you  not  expect  that? 

Dr.  Gross.  I  would  expect  that  some  drastic  changes  would  have 
to  occur;  but  as  it  stands  now,  with  people  of  color  in  the  popula- 
tion, there  is  so  little  funding  that  the  poor  from  the  people  of  color 
communities  would  be  negligible.  Something  has  to  change. 

Mr.  Buechner.  All  right. 

Dr.  Gross.  That  is  a  simplistic  way  of  answering  the  question  of 
what  would  you  do  as  an  immediate  response  to  getting  money  for 
the  communities.  I  would  hope  that  the  people  who  make  the  deci- 
sions would  be  more  thoughtful  and  not  quite  so  simplistic  in  their 
methodology. 

Mr.  Buechner.  So  your  idea  is  just  a  stone  to  throw  at  us. 
Dr.  Gross.  Food  for  thought. 

Mr.  Buechner.  I  would  just  like  to  conclude  basically  echoing 
what  Congresswoman  Boxer  has  said.  I  would  reiterate,  though, 
that  although  my  State  does  not  have  the  same  magnitude  of  the 
problem,  that  we  are  19th  in  terms  of  the  number  of  AIDS  patients 
in  the  United  States;  and  for  a  State  which  for  most  people  would 
probably  view  as,  you  know,  a  Heartland  State,  a  Bible  Belt  State, 
I  think  it  shows  the  significance  of  how  this  disease  will  strike  any- 
where, at  any  time,  to  any  family. 

I  have,  as  I  said  in  my  opening  remarks,  a  member  of  my  family 
has  AIDS  and  has  lost  two  very  close  friends  from  it,  and  I  have  a 
number  of  other  friends  that  I  know  fear  on  a  daily  basis  the  loss 
of  more  loved  ones  and  business  associates;  and  that  only  probably 
when  a  majority  of  the  Members  of  Congress  are  able  to  say  that 
they  know  someone  that  they  love  and  they  care  for  that  is  infect- 
ed, that  we  will  be  able  to  bring  the  compassion  and  understanding 
that  you  may  believe  statistically  we  should  have,  but  unfortunate- 
ly that  is  not  real  life.  It  does  take  a  kick  in  your  soul  to  under- 
stand. 

When  that  happens,  then  we  are  able  to  translate  that  under- 
standing into  more  compassionate  legislation. 

But  hopefully,  what  you  have  given  us  will  provide  some  ammu- 
nition for  us  to  at  least  raise  the  level  of  awareness  and  to  do  some- 
thing, whether  it  is  in  the  black  community  or  whether  it  is  the 
drug  using  community  or  whether  it  is  in  the  art  community,  it  is 
irrelevant.  What  is  important  is  that  it  is  all  part  of  this  nation 
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and  that  that  is  our  job  as  Federal  legislators,  to  do  what  is  the 
right  thing  for  the  Nation.  Thank  you. 

Mrs.  Boxer.  Thank  you  very  much. 

The  Task  Force  stands  adjourned. 

[Whereupon,  at  11:25  a.m.,  the  Task  Force  adjourned,  until  9 
a.m.,  Wednesday,  January  17,  1990,  in  Los  Angeles,  CA.] 


AIDS  FUNDING  ISSUES 


WEDNESDAY,  JANUARY  17,  1990 

House  of  Representatives, 
Task  Force  on  Human  Resources, 

Committee  on  the  Budget, 

Los  Angeles,  CA. 

The  Task  Force  met,  pursuant  to  notice,  at  9:25  a.m.,  in  Brent- 
wood Theater,  VA  Medical  Center,  Wilshire  and  Sawtelle  Blvd., 
Los  Angeles,  CA,  Hon.  Barbara  Boxer,  Chair,  presiding. 

Mrs.  Boxer.  I  am  going  to  call  the  Task  Force  hearing  to  order. 

This  is  the  second  hearing  of  the  Human  Resources  Task  Force. 
Yesterday  we  held  a  hearing  in  San  Francisco  with  a  number  of 
very  skilled  witnesses  and  we  got  a  couple  of  very  clear  messages 
from  that  hearing.  We  are  going  to  listen  very  carefully  today  and 
see  if  we  get  the  same  messages. 

The  first  message  is  that  after  investing  millions,  if  not  billions 
of  dollars  in  research,  it  is  looking  as  if  we  have  made  a  break- 
through in  the  AIDS  epidemic  and  that  conceivably  with  early 
intervention,  people  who  are  diagnosed  HIV  positive  can  be  treated 
as  if  they  have  a  disease,  but  not  a  fatal  one,  and  can  live  for  a 
long  time  and  manage  that  disease. 

We  are  at  a  crossroads  in  the  Federal  Government  having 
learned  this  information.  Are  we  going  to  act  on  it  or  are  we  going 
to  just  walk  away  from  AIDS  because  it  is  getting  too  boring  to 
people.  In  this  country,  an  issue  hits,  gets  a  lot  of  attention,  after 
awhile,  the  media  loses  interest,  the  people  lose  interest. 

So  we  are  at  the  crossroads  now.  We  invested  millions.  We  know 
there  is  hope.  It  seems  to  me  we  have  a  moral  obligation  to  act  on 
what  we  know  and  proceed  toward  early  intervention.  Many,  many 
lives  are  at  stake. 

The  second  issue,  and  it  is  really  shown  on  the  third  chart  here, 
is  there  are  certain  cities  in  our  country  that  have  been  heavily  im- 
pacted with  this  disease.  In  San  Francisco  yesterday,  we  heard 
from  the  Mayor — and  Mayor  Bradley  will  be  here  with  us  today — 
that  the  so-called  San  Francisco  model  is  breaking  down  because 
people  are  reaching  the  burnout  stages.  And  if  the  San  Francisco 
model  does  break  down,  it  will  be  a  tragedy  for  the  country. 

The  fact  is  these  cities  that  are  heavily  impacted  are  crying  out 
for  assistance  and  we  are  going  to  look  at  the  concept  of  impact  aid 
or  disaster  aid  to  these  areas  to  assist  them  as  this  epidemic  un- 
folds. As  you  can  tell  by  the  red  chart,  the  cases  just  keep  going  up 
and  up  each  and  every  year. 

I  am  very  privileged  to  have  on  either  side  of  me  two  colleagues 
of  mine,  very  well  respected  in  the  Congress.  The  first  one  I  will 
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call  upon  represents  this  district.  He  is  one  of  the  finest  Members 
of  Congress  and  one  of  my  dearest  friends,  Tony  Beilenson. 

Mr.  Beilenson.  Thank  you,  Madam  Chairwoman. 

I  am  pleased  to  welcome  you  and  our  friend.  Jack  Buechner,  to 
Los  Angeles  and  the  23d  Congressional  District,  which  I  have  the 
privilege  of  representing.  If  I  may,  Mrs.  Boxer,  I  would  like  to  com- 
mend and  salute  you  for  putting  on  this  series  of  hearings  on  this 
most  important  subject. 

You  had  a  hearing  yesterday,  of  course,  in  San  Francisco.  You 
will  have  a  couple  more  in  Washington.  The  subject  is  immense 
and  terribly  important  and  deserves  as  much  attention  as  anyone 
can  give  it.  You  are  to  be  commended  for  having  given  it  this 
amount  of  publicity  and  support. 

iT  I  may,  I  will  do  away  with  my  opening  statement.  I  will  submit 
it  for  the  record,  if  that  is  permissible. 

Mrs.  Boxer.  Without  objection. 

Mr.  Beilenson.  We  are  a  little  late  getting  started  and  we  do 
have  a  sizeable  number  of  very  important  and  very  good  witnesses 
who  all  three  of  us  are  looking  forward  to  hearing.  I  don't  want  to 
use  up  their  time. 

It  is  good  of  you  to  be  here.  I  would  also  like  to  say  I  think  it  is 
significant  that  this  district  is  host  to  this  particular  hearing.  It  is 
one  of  the  10  districts  nationwide  most  severely  affected  by  the 
AIDS  epidemic. 

Within  this  district,  the  city  of  West  Hollywood  alone  has  had 
605  reported  cases  of  AIDS,  including,  unfortunately,  386  deaths 
through  the  middle  of  last  December.  The  syndrome  later  known 
as  AIDS  was  first  discovered  in  this  district  by  Dr.  Michael  Gottleib 
at  the  UCLA  Medical  Center.  Today,  many  of  the  best  medical 
minds  conducting  research  on  AIDS  are  doing  so  here  in  this  par- 
ticular part  of  the  world. 

During  the  early  1980's,  while  the  Federal  Government  was 
largely  ignoring  the  problem  of  AIDS,  partially  as  an  outgrowth  of 
Government  homophobia,  r>eople  in  this  congressional  district  were 
showing  tremendous  leadership  in  educating  high  risk  groups,  in 
organizing  to  provide  services  to  people  with  AIDS,  and  in  pressing 
the  Federal  and  local  government  to  wake  up  to  this  burgeoning 
epidemic.  This  heavily  affected  area  has  responded  extremely  well 
in  terms  of  the  individual  people  within  the  community,  though 
not  nearly  so  well  as  we  should  have  in  terms  of  the  governmental 
entities.  As  I  said  at  the  outset,  we  welcome  you  and  our  friend 
Jack  Buechner  here.  Thank  you  for  coming  and  exploring  this  most 
important  subject  here  in  Los  Angeles. 

[The  prepared  statement  of  Mr.  Beilenson  may  be  found  at  end  of 
hearing.] 

Mrs.  Boxer.  Thank  you,  Mr.  Beilenson. 

It  is  my  pleasure  to  call  on  Congressman  Jack  Buechner  from  St. 
Louis.  I  am  very  pleased  he  is  with  us  from  the  other  side  of  the 
aisle,  as  we  say  in  Congress,  someone  who  is  progressive  and  sup- 
portive of  our  efforts  in  the  AIDS  epidemic.  He  has  come  all  the 
way  out  here.  I  know  he  has  a  very  hectic  schedule.  I  am  delighted 
you  are  here  with  us. 

Mr.  Buechner.  Thank  you.  Madam  Chairwoman. 
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It  is  my  pleasure,  and  I  might  add  my  duty,  to  be  here  because 
this  issue  is  of  such  magnitude  not  just  to  the  people  that  live  in 
the  San  Francisco  area  that  you  represent  or  the  Los  Angeles  area 
where  Mr.  Beilenson  represents,  his  constituency,  but  for  the 
Nation  as  a  whole. 

As  we  talked  yesterday,  that  probably  the  efforts  of  Congress  are 
not  as  universally  recognized  politically  as  we  would  hope,  but  at 
the  same  time,  it  is  what  we  have  to  do  as  representatives  for  the 
Nation  as  a  whole,  for  that  matter,  to  take  a  lead  throughout  the 
world. 

Hopefully  we  will  have  as  good  a  conference  today  as  we  had  yes- 
terday. The  witnesses  yesterday,  I  might  compliment  you,  were 
phenomenal.  I  am  sure  the  lineup  today  will  be  as  good. 

I  am  glad  to  be  here  and  hopefully  we  will  be  able  to  take  what 
we  learn  back  to  our  colleagues  and  to  share  it  with  them  so  that 
when  the  next  funding  phase  comes  up,  that  we  will  be  not  only 
progressive,  but  also  humanitarian. 

Mrs.  Boxer.  I  thank  both  my  colleagues. 

What  I  would  like  to  do,  Tom  Bradley  is  listed  as  our  first  wit- 
nesses. He  said  his  schedule  is  such  that  he  would  come  in,  speak 
when  he  comes  in.  He  has  to  rush  back  out.  We  will  proceed  and 
when  he  arrives,  we  will  take  a  break  at  an  appropriate  moment. 

I  would  like  to  ask  the  witnesses  if  they  have  written  testimony 
to  please  bring  it  forward  to  us  here  at  the  table  or  pass  it  to  my 
staff. 

At  this  point,  I  would  ask  a  good  friend  of  mine,  Mervyn  Silver- 
man, of  the  American  Foundation  for  AIDS  Research  to  come  for- 
ward. He  is  going  to  speak  to  the  unmet  needs  and  coming  chal- 
lenges of  the  HIV  epidemic. 

I  just  want  to  say  for  the  record  how  proud  I  am  of  Mervyn  Sil- 
verman. I  first  met  him  when  he  was  the  public  health  director  in 
San  Francisco.  He  was  there  when  the  first  cases  were  being  dis- 
covered. 

He  is  an  acknowledged  expert,  not  only  in  this  country  but 
throughout  the  entire  world.  He  always  makes  time  to  come  to  all 
the  hearings  I  ask  him  to  come  to.  That  has  meant  in  San  Francis- 
co and  Washington  DC. 

We  welcome  you  and  look  forward  to  hearing  your  testimony. 

STATEMENT  OF  MERVYN  SILVERMAN,  M.D.,  M.P.H.,  AMERICAN 
FOUNDATION  FOR  AIDS  RESEARCH 

Dr.  Silverman.  Thank  you  very  much.  Thank  you  all  for  taking 
the  time  to  express  your  interest. 

As  we  give  these  compliments  around,  the  three  of  you  have 
been  very  important  forces.  I  have  seen  and  worked  with  each  of 
you  in  some  meetings  around  the  country  over  the  last  few  years.  I 
am  thrilled  that  you  are  taking  the  time  and  making  this  a  priori- 
ty- 

Mrs.  Boxer.  Doctor,  can  you  wait?  Speak  directly  into  the  micro- 
phone. 

Dr.  Silverman.  The  AIDS  epidemic  has  been  with  us  for  almost 
nine  years  and  although  AIDS  may  now  seem  sadly  familiar  to  us, 
with  accounts  of  its  devastating  impact  appearing  regularly  in  the 
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news,  in  fact,  our  experience  with  the  AIDS  epidemic  has  not 
begun  to  prepare  us  for  what  we  are  certain  to  be  faced  with  in  the 
next  5  years. 

Although  it  appears  that  the  rate  of  HIV  infection  may  be  slow- 
ing, and  the  number  of  AIDS  cases  anticipated  in  the  next  3  years 
has  been  slightly  reduced,  we  have  still  only  seen  the  ripples  of  the 
tidal  wave  of  AIDS  cases  expected  in  the  next  3  years,  as  you  know. 
In  1990  alone,  the  Centers  for  Disease  Control  (CDC)  anticipate 
that  60,000  Americans  will  be  diagnosed  with  AIDS.  I  should 
remind  you  between  1981  and  1987  there  were  50,000  cases;  18 
months  later  there  were  another  50,000.  This  last  year,  12 
months — we  will  see  if  this  year  coming  up  another  50,000  or 
60,000.  I  don't  think  anyone  can  be  complacent. 

This  means  that  by  the  end  of  1990,  the  number  of  people  living 
with  AIDS  in  the  United  States  could  be  as  much  as  two  times  the 
present  caseload.  Over  the  next  3  years,  the  number  of  people 
living  with  AIDS  may  increase  by  as  much  as  four  times. 

A  doubling  of  the  number  of  people  with  AIDS  is  a  crippling  load 
to  place  on  the  already  overburdened  AIDS-related  health  care 
services  in  our  country.  But  that  is  not  the  only  demand  that  will 
be  placed  on  these  facilities  over  the  next  year.  Because  of  the 
recent  advances  in  HIV  treatments,  including  medications  that 
hold  out  the  promise  to  slow  or  eventually  even  halt  the  progres- 
sion of  HIV  infection,  it  is  becoming  more  and  more  critical  that 
HIV  infected  persons  have  access  to  early  HIV  intervention. 

The  CDC  estimates  that  as  many  as  64  percent  of  Americans  in- 
fected with  HIV  may  be  in  immediate  need  of  early  HIV  treat- 
ment—this means  up  to  830,000  Americans  urgently  need  access  to 
medical  care.  As  a  result,  close  to  1  million  of  these  individuals 
have  to  be  added  to  the  numbers  of  people  who  presently  rely  upon 
the  Nation's  AIDS-related  health  care  facilities. 

Obviously,  the  nation's  AIDS-related  health  care  facilities  must 
be  immediately  expanded  in  order  to  meet  this  vastly  increasing 
caseload.  As  Mayor  Art  Agnos'  HIV  Task  Force  recently  warned, 
unless  AIDS  funding  is  immediately  doubled,  San  Francisco's 
model  AIDS  effort  is  threatened  with  collapse  in  the  1990's. 

As  Congresswoman  Boxer  mentioned,  this  is  a  model  program 
that  came  up  with  community  services.  They  are  on  the  brink  of 
collapse  because  the  numbers  are  so  great. 

Similar  to  last  October's  earthquake  in  San  Francisco,  which 
killed  13  people,  the  AIDS  epidemic  has  killed  over  5,000  in  the 
city  and  almost  70,000  Americans  nationwide  and  requires  massive 
disaster  relief  from  the  Federal  Government. 

Who  are  the  830,000  Americans  urgently  in  need  of  HIV-related 
health  care  and  why  do  they  require  Federal  assistance? 

Increasingly,  AIDS  is  affecting  minority  groups  in  society  who 
are  often  uninsured  and  historically  have  had  limited  access  to 
even  the  most  basic  forms  of  health  care.  Of  reported  AIDS  cases, 
41  percent  are  among  minority  groups  and  the  number  is  increas- 
mg  rapidly. 

The  problem  is  not  only  AIDS— the  problem  is  the  huge  inequity 
that  already  exists  in  access  to  health  care  in  this  country.  Howev- 
er, AIDS  starkly  demonstrates  this  longstanding  injustice.  In  fact, 
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AIDS  serves  as  a  metaphor  for  many  of  the  problems  of  the  health 
care  system  in  the  United  States — cost,  access,  quality,  et  cetera. 

There  is  nothing  new  about  AIDS  except  the  virus.  It  puts  a  mi- 
croscope on  the  problems  in  our  health  care  system  and  many  of 
our  social  systems  and  shows  the  defects. 

Although  a  major  overhaul  of  the  system  is  becoming  increasing- 
ly essential,  AIDS  cannot  wait.  AIDS  is  placing  a  crushing  load  on 
the  already  overburdened  health  care  facilities  for  the  poor  and  the 
uninsured — these  facilities  are  becoming  crippled,  and  this  affects 
not  only  the  care  given  to  persons  with  AIDS,  but  the  care  given  to 
all  people  who  rely  upon  this  system  as  their  only  health  care 
option.  Others  who  can  afford  health  care  are  also  having  difficulty 
obtaining  efficient  accesses  to  this  care.  Without  AIDS-specific 
health  care  funding,  these  facilities  will  collapse  under  the  dou- 
bling in  AIDS  cases  anticipated  in  1990  alone. 

The  importance  of  early  medical  intervention  has  dramatically 
increased  the  number  of  Americans  urgently  in  need  of  HlV-relat- 
ed  health  care — up  to  1  million  Americans  are  in  imminent  risk  of 
developing  very  serious  and  costly  AIDS-related  illnesses  unless 
this  early  intervention  is  available  to  slow  the  progression  of  their 
HIV  infection. 

Early  medical  intervention  holds  out  the  possibility  that  many  of 
these  life-threatening  and  extremely  costly  AIDS-related  illnesses 
can  be  avoided.  But  early  intervention  is  but  a  cruel  mjrth  if  the 
treatments  are  available  and  many  cannot  afford  them.  Medicaid 
funding  for  early  intervention  is  essential. 

The  history  of  U.S.  health  care  demonstrates  too  many  instances 
of  missed  opportunity  and  an  expensive  lack  of  foresight.  A  dollar 
spent  on  preventive  treatment  today  could  mean  many  dollars 
saved  in  the  future  on  much  more  costly  medical  intervention.  We 
cannot  allow  AIDS  to  become  yet  another  tragic  chapter  in  that 
history.  Early  HIV  intervention  today  hopefully  will  save  lives  and 
money  tomorrow.  The  lives  of  up  to  1  million  Americans  are  at 
stake.  This  is  a  national  crisis  that  demands  immediate  attention. 

In  the  areas  most  severely  affected  by  the  AIDS  epidemic — many 
of  the  nation's  large  cities — AIDS  now  threatens  the  ability  of  both 
public  and  private  hospitals  to  deliver  acute  health  services.  For  in- 
dividuals who  have  fallen  through  the  large  gaps  in  the  U.S.  health 
care  system,  many  of  whom  have  AIDS,  treatment  in  the  acute 
wards  of  large  hospitals  has  become  their  last  resort.  Yet  this  kind 
of  health  care  is  both  expensive  and  inefficient.  The  taxpayer  not 
only  must  cover  this  cost,  but  must  also  watch  the  acute  health 
care  facilities,  on  which  all  Americans  rely,  become  overwhelmed. 
The  overutilization  of  acute  beds  threatens  the  health  and  safety  of 
any  person  needing  hospitalization. 

AIDS-specific  health  care  funding  will  not  only  provide  more  ef- 
fective and  cost-efficient  care  and  treatment  for  people  with  AIDS, 
but  it  will  relieve  the  burden  that  is  being  placed  on  the  hospitals 
in  many  major  cities. 

AIDS  is  a  chronic  disease  that  largely  affects  young  people — 90 
percent  of  the  reported  cases  of  AIDS  are  in  persons  between  the 
ages  of  20  and  49 — and  we  do  not  have  the  health  care  facilities  in 
place  to  provide  long-term  care  for  young  people  with  AIDS.  Our 
long-term  chronic  health  care  facilities  are  primarily  designed  for 
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the  elderly,  and  with  the  numbers  of  elderly  Americans  steadily  in- 
creasing, these  facilities  already  cannot  meet  the  demands  placed 
on  them. 

Hospital  beds  must  be  reserved  for  acute  care  needs— they  are  an 
expensive  an  inefficient  means  to  provide  long-term  chronic  care 
for  people  with  AIDS.  In  short,  we  urgently  need  more  funds  to 
provide  appropriate  long-term  care  for  people  with  AIDS. 

American  scientists  involved  in  AIDS-related  research  have  pro- 
duced some  very  important  advances.  Without  question,  our  multi- 
billion  dollar  efforts  have  placed  us  at  the  forefront  of  AIDS  re- 
search in  the  world.  Yet  the  fruits  of  our  own  research  may  not 
even  reach  our  own  citizens  if  the  funds  do  not  exist  to  provide 
AIDS-related  health  care. 

In  conclusion,  we  do  not  have  much  time  to  put  in  place  a  health 
care  delivery  system  to  meet  the  needs  of  people  with  AIDS — we  do 
not  have  much  time  to  avoid  a  collapse  of  the  already  severely 
strained  health  care  facilities  for  the  poor.  Without  the  immediate 
attention  of  Congress  to  this  urgent  public  health  crisis,  without 
disaster  relief  funding  for  AIDS-related  health  care,  the  health 
care  tragedies  and  inequities  of  the  past  will  be  dwarfed  by  the 
human  suffering  in  the  next  few  years  of  this  epidemic. 

I  think  Congresswoman  Boxer  put  it  clearly  when  she  talked 
about  a  crossroads.  We  are  at  a  crossroads.  We  have  had  10  years, 
one  decade  of  AIDS.  We  are  looking  to  the  1990's.  What  do  we  see? 
The  face  of  AIDS  is  changing.  It  is  more  black,  more  poor,  more 
young,  more  women,  more  drug  users.  We  are  moving  from  a 
chronic  situation.  That  means  more  people  in  the  system. 

The  numbers  are  going  up.  The  numbers  of  providers  are  going 
up  just  at  a  time  when  the  apathy  of  the  Nation  and  the  media, 
understandably,  is  sort  of  waning  right  now.  There  is  still  no  na- 
tional policy. 

So  here  we  are  moving  into  the  nineties  when  all  those  people 
infected  in  the  early  eighties  are  going  to  start  coming  in  with 
their  AIDS  symptoms,  and  we  are  not  there  to  meet  their  needs. 

In  a  sense,  we  are  at  war.  Our  enemy  is  a  virus — our  enemy  is 
also  ignorance  and  apathy.  When  one  asks  why  make  AIDS  a  na- 
tional priority,  the  answer  is  simple:  As  in  war,  we  are  losing  those 
in  the  prime  of  life.  During  any  given  3-day  period,  the  Pentagon 
spends  the  equivalent  of  last  year's  entire  Federal  expenditures  for 
AIDS.  Is  it  too  much  to  ask  that  we  spend  the  necessary  funds  to 
prevent  the  further  spread  of  HIV,  find  definitive  therapy,  and  to 
care  for  those  with  HIV  infection,  ARC,  and  AIDS? 

Thank  you  very  much. 

Mrs.  Boxer.  Thank  you  so  much.  Dr.  Silverman.  You  always  go 
directly  to  the  point  with  us.  We  appreciate  it.  I  have  a  couple  of 
questions  for  you. 

When  they  came  out  with  the  new  numbers  that  said  there  was 
a  reduction  in  the  projected  numbers  of  people  who  test  positive, 
can  you  explain  to  me  how  they  came  up  with  that?  Are  there  still 
a  lot  of  people  who  are  not  going  to  get  tested,  particularly  those  in 
the  drug-abused  community?  In  other  words,  how  were  they  pro- 
jecting these  numbers? 

Dr.  Silverman.  Well,  there  are  many,  many  factors  which  go 
into  making  a  prediction.  One  has  to  do  with  the  number  of  AIDS 
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cases  and  what  you  predict  they  will  be.  In  fact,  we  are  estimating 
about  10  to  1.  In  other  words,  for  every  AIDS  case,  there  will  be 
about  ten  infected. 

1  think  looking  at  those  charts,  those  plotting  

Mrs.  Boxer.  How  do  they  figure  that,  1  to  10? 

Dr.  Silverman.  Again,  it  is  a  mathematical  model,  and  they 
have  just  estimated — what  they  do  is  look  at  a  certain  year,  look  at 
the  number  of  cases  there,  then  look  at  people  being  tested  in  risk 
groups  that  have  been — engaged  in  high  risk  behavior  and  then  try 
to  project. 

If  you  look  at  the  CDC  projections,  sadly  they  were  right  on 
target.  We  cannot  be  complacent.  They  talked  about  a  10  percent 
change.  Now  that  is  a  10  percent  change  in  that  rise,  that  projec- 
tion into  the  future.  That  does  not  mean  we  have  stopped  or  pla- 
teaued.  Even  if  we  plateaued,  if  we  plateaued  today,  it  would  be 
tragic.  The  real  tragedy  is  if  we  found  a  way  to  stop  the  spread  of 
the  virus  today,  all  those  projections  that  we  have  still  obtain  be- 
cause those  are  people  who  are  already  infected. 

So  maybe  it  is  not  a  million.  Maybe  it  is  800,000  to  1  million.  It  is 
a  number  which,  as  I  understand  right  now,  the  number  of  deaths 
exceeds  all  the  deaths  from  the  Vietnam  war.  The  deaths  from 
AIDS  in  San  Francisco  exceed  the  deaths  of  San  Franciscans  en- 
gaged in  any  war  in  the  history  of  the  United  States. 

People  keep  saying — I  think  one  of  the  problems  is  they  are 
trying  to  pit  us  against  other  health  care  needs.  I  think  we  have  to 
look  at  all  our  priorities.  As  you  all  know  in  Washington,  they  talk 
about  the  Stealth  as  a  factor,  how  many  Stealths  does  it  cost? 

I  think  it  is  one-half  billion  dollars.  Think  of  how  much  we  could 
do  with  a  number  of  those  Stealths.  I  think  we  have  to  look  at  ev- 
erything and  determine  our  priorities  instead  of  pitting  AIDS 
against  cancer,  against  childhood  illness,  against  the  elderly.  That 
is  what  is  happening  right  now. 

Mrs.  Boxer.  There  is  no  question  that  that  is  what  is  happening 
right  now,  and  the  important  thing  is  that  was  kind  of  the  Reagan 
message.  We  are  going  to  shrink  the  pie  and  let  you  guys  fight  over 
it.  The  military  budget  will  be  on  the  side  and  can't  be  touched.  It 
turned  the  domestic  programs  one  against  the  other.  It  is  absurd  to 
me. 

Let  me  just  ask  you  in  unlocking  the  secrets  of  the  AIDS  virus, 
and  we  have  yet  to  unlock  the  full  secret,  is  it  fair  to  say  that  if  we 
do  find  what  makes  the  immune  system  break  down,  it  will  be  of 
enormous  help  in  other  diseases? 

Dr.  Silverman.  Without  question.  It  is  my  belief,  and  I  think  the 
belief  of  a  number  of  people  in  research,  that  the  immune  system 
really  holds  the  key  to  issues  like  cancer.  Take  two  men  who  start 
smoking  as  kids.  One  lives  to  be  100  and  the  other  is  dead  at  45 
from  lung  cancer.  Same  carcinogens,  same  things  going  in.  There  is 
a  feeling  by  a  number  there  is  something  in  the  immune  system 
that  lets  the  carcinogens  effect  one  and  not  the  other. 

I  think  it  will  certainly  help  that.  If  we  unlock  those  secrets,  we 
may  be  able  to  have  some  kind  of  generic  approach  to  cancer, 
rather  than  looking  at  lung  cancer  and  uterine  cancer. 

There  is  also  a  question  of  pregnancy.  Why  can  some  women 
hold  onto  a  pregnancy  and  not  others.  It  is  a  foreign  body,  9 
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months  later  it  rejects  that  foreign  substance,  the  baby  being  born 
at  9  months.  A  lot  of  people  can't  conceive  or  hold  onto  the  preg- 
nancy. 

I  think  it  will  help  in  a  lot  of  illnesses  we  deal  with.  This  is  not 
something,  though  I  think  it  is  important  enough,  that  is  isolated. 

I  should  also  say  I  think — I  talked  about  the  only  difference 
being  here  why  we — why  AIDS  is  so  specific  and  so  important  to 
focus  on.  We  are  not  used  in  this  health  care  system  to  dealing 
with  young  people  unless  they  are  babies  or  have  been  in  accidents 
or  sadly  in  homicides. 

Here  we  have  the  bulk  of  the  people  dying  being  people  in  the 
prime  of  their  life.  Young  people;  people  just  out,  finished  with 
their  schooling,  being  productive  members  of  society,  creative  mem- 
bers of  society.  They  are  being  wiped  out  just  like  in  a  war.  I  think 
that  is  what  makes  this  so  unique  and  why  we  have  to  do  some- 
thing now  because  in  one  sense  this  is  probably  one  of  the  easiest 
diseases  to  prevent. 

You  have  to  go  out  of  your  way  to  get  it.  If  we  can  get  the  educa- 
tion, which  is  sorely  lacking,  the  funds  and  content  is  sorrily  lack- 
ing, to  get  people  to  understand  before  they  get  sexually  active, 
before  they  start  engaging,  experimenting  with  drugs,  how  they 
can  prevent  this,  just  don't  share  needles  and  syringes,  don't  have 
unprotected  sex,  and  you  will  drop  that  down  to  a  very — it  sounds 
crass,  very  manageable  level.  It  will  be  a  very  small  problem  the 
United  States  has  to  deal  with. 

Mrs.  Boxer.  Thank  you.  Mr.  Beilenson. 

Mr.  Beilenson.  Thank  you,  Madam  Chairwoman. 

Doctor,  you  said  'The  importance  of  early  medical  intervention 
has  dramatically  increased  the  number  of  Americans  urgently  in 
need  of  HIV-related  health  care — up  to  1  million  Americans  are  in 
imminent  risk  of  developing  very  serious  and  costly  AIDS-related 
illnesses  unless  intervention  is  available  to  slow  the  progress  of 
their  HIV  infection."  Talk  to  us  a  little  about  that,  about  the  need 
of  early  intervention.  Does  everyone  need  it?  Is  it  applicable  to  ev- 
erybody? At  what  point  should  one  intervene? 

Dr.  Silverman.  A  very  good  question. 

First,  we  attach  the  label  called  AIDS  and  in  a  way  that  was 
very  helpful  epidemiologically,  but  made  some  problems.  What  we 
are  talking  about  is  a  continuum  that  starts  with  infection.  There 
is  a  compromising  of  the  immune  system,  then  it  moves  on  to  AIDS 
and  death.  It  is  a  continuum.  It  is  not  you  get  infection,  but  not 
AIDS.  It  moves  across  this  continuum. 

It  has  been  shown  with  AZT  and  we  believe  with  other  drugs  in 
combination  or  alteration,  if  we  can  give  it  closer  to  the  point  of 
infection,  we  may  be  successful  in  stopping  the  virus  in  its  tracks. 
Maybe  not  a  cure.  Maybe  not  eliminating  it  like  we  do  a  bacteria 
in  our  body  with  penicillin.  But  holding  it  in  check  and  having 
people  live  what  is  basically  a  normal  life. 

A  good  analogy  would  be  diabetes  or  hypertension  where  some- 
body takes  pills  or  injections  every  day  and  leads  a  relatively 
normal  life. 

It  has  been  shown  with  full-blown  AIDS  that  AZT  and  possibly 
some  of  these  other  drugs  can  slow  that  progression  onto  the  more 
terminal  stages.  It  has  also  been  shown  in  some  studies  that  are 
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still  underway,  but  the  early  studies  have  shown  if  you  can  give  it 
close  to  the  point  of  infection  when  it  looks  like  the  immune 
system  is  starting  to  have  problems — and  you  measure  that 
through  measuring  the  T-cells — if  you  give  AZT,  you  again  can  pos- 
sibly prolong  or  interrupt  that  continuum. 

And  so  everybody  doesn't  need  AZT  right  now  because  people's 
immune  systems  haven't  demonstrated  they  are  sliding  down  that 
slippery  path.  But  a  lot  do,  and  when  we  think  about  it,  even 
though  the  cost  of  the  drug  now  with  the  lower  dosages  is  not  as 
high — I  think  it  is  still  quite  high  for  most  people — we  keep  forget- 
ting the  laboratory  costs  have  to  be  added  in,  the  doctor's  visits 
have  to  be  added  in.  You  probably  got  information  yesterday  from 
Phil  Lee's  testimony.  Those  numbers  are  high.  But  it  is  hoped,  like 
with  most  preventive  things,  if  you  make  your  investment  at  the 
front  end,  you  will  save  a  great  deal  and  certainly  save  a  great  deal 
of  human  suffering  at  the  other  end. 

Mr.  Beilenson.  I  understand  that.  My  question  more  specifically 
is,  do  you  have  any  feel  at  all  at  this  point  for  the  number  of 
people  who  could  use  early  intervention  with  drugs? 

Dr.  Silverman.  About  64  percent  of  those  people  who  are  infect- 
ed could  use  that.  That  is  an  estimate.  That  is  where  that  830,000 
people  comes  into  play. 

So  you  are  talking  about  a  very  large  number  who  have  to  be 
encouraged  to  come  in.  We  have  to  have  the  anti-discrimination 
thing  in  place  so  they  can  do  so  and  feel  comfortable  doing  so. 

Mr.  Beilenson.  Any  estimate  of  the  costs  of  treating  those 
people? 

Dr.  Silverman.  It  is  in  the  billions.  You  will  have  that  in  Phil 
Lee's  testimony.  I  have  it  here.  I  can  look  in  a  second. 

Mrs.  Boxer.  If  I  may  interrupt,  if  the  gentleman  would  yield. 

Yesterday,  the  AIDS  expert  from  San  Francisco,  George  Ruther- 
ford, said — they  said  all  the  people  in  the  country  who  needed  AZT 
who  relied  on  the  public  sector  to  provide  it,  the  cost  would  be 
under  $1  billion,  about  $7  million  at  the  lower  dosages. 

Mr.  Beilenson.  That  is  all? 

Mrs.  Boxer.  Just  for  the  drug.  That  does  not  include  the  other 
pieces  of  it.  But  for  the  drug  itself,  that  was  the  number  that  we 
were  given. 

Mr.  Beilenson.  I  appreciate  the  gentlewoman's  sharing  that  in- 
formation with  us.  That  is  not  a  huge  amount  of  money. 

Dr.  Silverman.  It  is  not  a  huge  amount  of  money.  We  also  have 
to  factor  in  some  of  those  lab  tests  that  can  cost  over  $100. 

Mr.  Beilenson.  I  was  thinking  we  might  be  talking  about  several 
billion  dollars  for  the  drug  itself.  Presumably  if  you  started  using  it 
in  those  kinds  of  numbers,  the  costs  would  come  down  further. 

Dr.  Silverman.  One  would  hope. 

Mr.  Beilenson.  I  have  a  question  in  one  other  area.  You  are 
quite  correct — as  the  number  of  cases  of  people  that  need  acute  or 
chronic  care  has  increased,  the  problem  has  become,  as  you  put  it, 
a  metaphor  for  all  the  failings  in  our  whole  health  care  system 
which  many  of  us  have  been  working  on  in  one  form  or  another  for 
many  years  with  respect  to  all  other  kinds  of  diseases. 

You  say  we  don't  have  much  time  to  put  in  place  a  health  care 
delivery  system  to  meet  the  needs  of  people  with  AIDS.  Clearly, 
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Doctor,  we  are  not  going  to  have  the  will,  the  ability,  however  you 
want  to  put  it,  to  create  a  rational  health  care  system  for  every- 
body in  the  next  2,  3,  4,  5  years  when  we  are  looking  specifically  to 
take  care  of  the  burgeoning  number  of  people  with  AIDS. 

Concentrate  for  a  moment  on  taking  care  of  the  problem  of  the 
increasing  number  of  AIDS  sufferers.  What  can  we  do  specifically 
for  them  without  worrying  for  the  moment  about  whether  we  can 
create  a  decent  health  care  system  for  everybody,  for  every  health 
problem?  What  do  we  need  specifically? 

Dr.  Silverman.  We  need  more  long-term  chronic  care.  I  believe 
the  only  way  it  is  going  to  come  is  with  reimbursement  rates  that 
encourage  people  in  the  long-term  care  industry  to  get  involved. 
Right  now  there  are  many  excuses  given,  not  the  least  of  which,  we 
don't  deal  with  infectious  patients.  What  will  people  think  when 
they  want  to  put  grandma  in  there  and  there  is  an  AIDS  patient  in 
there.  I  think  what  will  motivate  most  of  these  long-term  care  op- 
erators is  a  reimbursement  rate  that  encourages  them  to  do  so. 
That  is  a  need. 

Another  area  of  need  

Mr.  Beilenson.  Let  me  interrupt  for  a  second.  Are  we  talking, 
therefore,  about  $30,000,  $40,000,  $50,000  a  year  costs  which  are, 
generally  speaking,  the  costs  for  long-term  care? 

Dr.  Silverman.  I  don't  think  they  are  going  to  be  less.  I  don't 
anticipate  that.  That  is  not  the  only — that  is  one  piece.  The  second 
piece  

Mr.  Beilenson.  I  wanted  to  get  the  cost  of  that  piece. 

Dr.  Silverman.  I  haven't  multiplied  it  out.  I  think  we  can 
assume  that  may  be  as  many  as  a  half  million,  a  quarter  of  a  mil- 
lion people  who  are  going  to  need  that  care  at  some  time. 

Mr.  Beilenson.  $40,000,  $50,000,  $60,000  a  year  perhaps? 

Dr.  Silverman.  Perhaps,  yes.  I  think  that  is  probably  true. 

We  can  reduce  that  demand  if  we  can  fund  the  community-based 
services  at  an  appropriate  level,  which,  again,  they  are  depending 
almost  solely  on  local  funds  and  on  fund  raising.  That  is  one  of  the 
things  that  was  the  San  Francisco  model. 

Mr.  Beilenson.  How  do  we  reduce  the  costs  or  demand? 

Dr.  Silverman.  Let's  take  New  York.  New  York  City,  the  hospi- 
tals, you  can't  get  a  bed  today  for  your  neck  problem  because  some- 
body is  in  the  bed  with  AIDS.  The  reason  they  are  in  the  bed  with 
AIDS  is  not  because  they  need  to  be  there,  but  because  there  is  no- 
where else  to  go. 

It  is  like  in  the  mental  health  system.  You  don't  have  the— the 
sub-acute  facilities  around,  so  you  back  up  into  the  acute  facilities. 
If  we  can  fund  the  community-based  groups,  which  are  now  strug- 
gling, they  are  almost  ready  to  collapse  in  San  Francisco,  that  can 
relieve  the  pressure  of  the  acute  hospital.  It  can  even  relieve  the 
pressure  on  the  long-term  care,  because  we  have  in  home  services. 

As  director  of  the  Robert  Wood  Johnson  Health  Services  Pro- 
gram, we  tried  to  replicate  what  we  did  in  San  Francisco  in  11 
cities  around  the  country.  Everyone  is  talking  about  housing  being 
a  major  problem.  They  are  out  of  their  house  because  they  are 
thrown  out  or  because  they  can't  afford  the  rent.  Whatever  reason, 
they  need  housing. 
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You  need  in-home  services,  a  lot  of  these  things  the  community 
can  provide  and  reduce  your  cost.  We  have  probably  the  lowest  cost 
of  care  per  patient  in  San  Francisco  in  the  Nation.  Mainly  because 
of  that  infrastructure,  which  is  now  starting  to  crumble,  of  the 
demand  as  I  mentioned,  that  crossroads  metaphor,  we  are  at  a 
point  where  in  good  business  you  increase  your  staff  when  business 
is  good. 

Sadly,  business  is  very  good.  There  are  many  more  people  coming 
into  the  system  and  these  very  agencies  are  laying  off  staff  because 
they  can't  afford  to  maintain  them  at  the  income  they  are  getting. 

I  think  it  is  tragic  we  have  to  depend  upon  the  largessse  of  the 
private  sector,  which  I  think  is  helpful  and  needed,  in  a  country  as 
rich  as  this  one,  that  people  are  suffering.  The  estimates  of  how 
many  of  the  homeless  in  New  York  and  some  of  the  major  cities 
out  there  on  the  streets  are  infected  is  staggering.  Some  of  the  esti- 
mates are  quite  high.  How  can  we  allow  something  like  this  to 
happen? 

Mr.  Beilenson.  Thank  you,  sir. 

Mrs.  Boxer.  Congressman  Buechner. 

Mr.  Buechner.  Doctor,  I  don't  want  to  spend  too  much  time  be- 
cause we  have  other  witnesses,  but  I  would  like  to  address  one  of 
the  political  things  we  have  to  address  as  we  talk  about  increasing 
the  amount  of  money  for  AIDS,  whether  it  is  as  a  result  of  the 
peace  dividend  or  however  we  do  it.  I  think  you  probably  know  as 
well  as  anybody  if  we  were  to  increase  the  amount  for  AIDS  25  per- 
cent, that  we  will  once  again  have  all  of  the  social  programs  be- 
cause people  with  multiple  sclerosis,  diabetes,  Alzheimer's,  will 
demand  that  they  get  another  25  percent.  So  that  is  one  of  the 
tough  things  for  us  that  in  a  lot  of  parts  of  this  country  there  are 
many  more  people  with  other  catastrophic  illnesses  and  so  their 
constituents  begin  to  beat  on  them  and  say,  gee,  you  are  doing  this 
for  that  disease,  why  don't  you  do  it  for  ours. 

That  is  one  of  the  facts  of  life.  I  think  you  know  we  have  to  deal 
with  it.  Hopefully,  we  will  find  a  way  to  get  around  it.  We  do  live 
in  a  political  world.  That  is  what  happens  to  us. 

Dr.  Silverman.  I  agree.  I  was  on  a  plane — in  fact,  Congresswom- 
an  Boxer  and  I  got  most  of  our  work  done  on  flights.  I  remember 
talking  to  an  airline  pilot  who  knew  I  was  involved  in  AIDS.  He 
said  why  are  we  doing  this?  Why  not  the  same  question,  why  not 
muscular  dystrophy,  heart?  I  said,  the  issue  is  not  why  should  we 
put  more  money  into  AIDS,  why  aren't  we  putting  more  money 
into  these  other  diseases? 

I  don't  think  they  are  less  important.  We  know  300,000  people 
are  dying  prematurely  because  of  the  effects  of  smoking.  These 
needs  have  to  be  met.  That  is  why  I  said  somehow  we  have  to 
break  away  from  the  competition  between  health  because  that  is 
divisive,  politically  a  problem  for  all  of  you,  and  it  gets  us  nowhere. 

I  think  we  have  to  look  at  our  priorities  nationally  and  decide  is 
keeping  our  youth  from  getting  infected  and  keeping  our  youth 
alive  who  are  already  infected  a  priority?  We  certainly  think  it  is 
in  the  area  of  defense.  We  are  spending  fortunes  to  prevent  our 
young  people  from  having  to  go  to  war. 


52 

As  I  say,  3  days'  expenditure  takes  care  of  the  AIDS  budget  for 
last  year.  If  we  don't  want  to  lose  our  youth  in  war,  why  should  we 
be  more  complacent  about  losing  our  youth  to  a  disease  like  this? 

Mr.  BuECHNER.  The  remark  you  made  about  the  spinoffs  on  the 
whole  immune  system,  that  it  would — what  could  be  found  through 
the  research  and  treatment  of  AIDS  could  then  have  been  fit  to  go 
dramatically  to  other  types  of  illnesses  and  body  problems,  I  think 
from  the  medical  end,  the  people  working  in  AIDS  is  one  of  the 
messages  that  they  really  need  to  emphasize. 

Then  you  start  to  cut  across  some  of  the  barriers  people  have  up 
against  those  of  us  who  have  members  of  our  family  with  AIDS. 
We  have  been — yesterday  I  said  it  was  a  kick  start  in  our  hearts. 
Using  that  from  an  academic  standpoint,  a  medical  standpoint, 
some  people  say,  gee,  that  is  right,  maybe  that  money  will  have  a 
beneficial  impact  upon  what  bothers  some  members  of  my  family. 
Thank  you  very  much. 

Mrs.  Boxer.  Dr.  Silverman,  once  again  you  have  been  extraordi- 
narily helpful  to  us  not  only  with  the  facts  you  bring  us,  but  your 
insights.  We  follow  your  work.  We  are  very  proud  of  you.  We  will 
continue  to  call  on  you  during  the  years.  Please  be  available  to  us. 

Dr.  Silverman.  Thank  you. 

Mrs.  Boxer.  At  this  time  it  is  a  privilege  to  call  Charles  Forester, 
the  cochair  of  the  Human  Rights  Campaign  Fund.  I  think  you  have 
your  own  name  tag. 

If  you  would  like  to  read  your  testimony  or  summarize  it,  what- 
ever you  wish. 

STATEMENT  OF  CHARLES  FORESTER,  COCHAIR,  HUMAN  RIGHTS 

CAMPAIGN  FUND 

Mr.  Forester.  Thank  you,  Congresswoman. 

Congresswoman  Boxer,  Congressmen  Beilenson  and  Buechner, 
thank  you  for  the  opportunity  to  share  with  you  our  concerns 
about  funding  the  Federal  Government's  response  to  the  AIDS  epi- 
demic. 

Today  and  yesterday  you  have  heard  eloquent  and  compelling 
testimony  about  the  need  to  expand  Federal  aid,  particularly  in  the 
areas  of  impact  aid  and  early  intervention.  Those  people  providing 
the  testimony  are  asking  you  not  only  to  do  the  right  thing,  they 
are  asking  you  to  do  the  smart  thing. 

Within  the  range  of  necessary  AIDS  expenditures,  I  want  to 
speak  with  you  today  about  how  we  pay  for  it  and  specifically  the 
need  for  research.  I  would  like  to  frame  the  epidemic  within  the 
constraints  of  economic  reality,  domestic  and  international. 

Internal  and  external  pressures  have  slowed  America's  economic 
momentum,  producing  a  growing  sense  that  we  may  no  longer  be 
on  the  cutting  edge  of  economic  opportunity.  We  are  no  longer  the 
dominant  force  in  the  economy  of  Earth. 

We  in  California  have  benefited  enormously  from  the  electronics 
revolution  ushered  in  by  the  invention  of  the  silicon  chip.  That  rev- 
olution was  successful  and  our  economy  grew  handsomely  because 
the  necessary  investments  were  made  in  the  infrastructure  that 
supported  the  electronics  industry:  communication  systems,  trans- 
portation networks,  primary  research,  and  an  outstanding  educa- 
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tion  system.  The  Federal  Government  played  a  key  role  in  those 
investments. 

The  results  of  that  revolution  are  clearly  visible.  But  what  next? 
What  growth  industry  will  replace  electronics  as  it  becomes  in- 
creasingly global? 

To  maintain  our  competitive  edge,  America  must  invest  now  in 
those  industries  that  meet  two  requirements:  (a)  they  are  based  on 
research  in  which  America  has  established  its  leadership,  and  (b) 
they  have  the  capacity  to  grow  as  rapidly  as  the  electronics  indus- 
try grew. 

Bioscience  meets  those  two  requirements.  The  products  of  Ameri- 
can biotechnology  promise  to  revolutionize  medical  treatment  of 
the  two  leading  causes  of  death  in  industrialized  society:  cancer 
and  heart  attacks. 

Dr.  Silverman  has  already  spoken  to  you  about  that. 

Research  conducted  by  American  scientists  has  already  yielded 
advances  in  the  treatment  of  AIDS  infection.  Moreover,  this  re- 
search has  given  the  scientific  community  its  first  clear  picture  of 
the  human  immune  system — a  development  that  will  lead  to  treat- 
ing such  perplexing  maladies  as  Alzheimer's  disease,  muscular  dys- 
trophy and  Lou  Gerhrig's  disease. 

Investing  in  America's  bioscience  industry  today  will  translate 
into  jobs,  medical  advances,  new  materials,  and  beneficial  con- 
sumer products  in  the  future.  The  question  is  not  whether  we  do  it, 
but  how  we  pay  for  it. 

We  can  fund  AIDS  research  by  cutting  defense  spending. 

The  AIDS  epidemic  is  itself  a  painful  reminder  of  those  mis- 
placed investments.  We  have  a  paucity  of  new  drugs  to  treat  AIDS 
because  Federal  support  for  research  in  the  science  of  antiviral 
agents  has  been  woefully  inadequate. 

In  cutting  defense  spending,  the  Campaign  Fund  recognizes  the 
short-term  need  to  put  a  portion  of  the  so-called  Peace  Dividend 
into  deficit  reduction.  We  £dso  recognize  the  need  to  strengthen  our 
education  system. 

The  Campaign  Fund  also  recognizes  that  Federal  investments  in 
AIDS  research  will  help  build  a  strong,  competitive  economy  for 
America.  Bioscience  has  a  multiplicity  of  secondary  payoffs,  while 
investments  in  defense  industries  are  often  nonproductive:  the 
product  either  sits  on  a  shelf  as  we  await  a  war  or  is  shot  into  the 
air  and  explodes. 

A  cure  for  AIDS  will  benefit  not  only  hundreds  of  thousands  of 
Americans  but  millions  elsewhere  in  the  world.  There  can  be  no 
better  investment  of  Federal  resources. 

As  Dr.  Silverman  pointed  out  a  few  minutes  ago,  the  AIDS  epi- 
demic is  far  from  over  and  I  would  remind  you  that  the  gay  com- 
munity continues  to  bear  the  heaviest  burden.  We  are  asking  you 
today  to  redress  this  nation's  failure  to  respond  more  promptly  and 
more  fully  to  the  AIDS  epidemic — a  failure  cited  by  the  President's 
own  committee  on  HIV  infection. 

I  thank  you  for  providing  leadership  in  that  fight.  If  it  hadn't 
been  for  Congress,  we  wouldn't  be  anywhere  today. 

In  meeting  that  challenge,  creating  a  false  debate  among  funding 
for  various  diseases  is  counterproductive  and  harms  all  biotechno- 
logical  research. 
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Annual  Federal  expenditures  of  $1  billion  for  AIDS  are  impor- 
tant for  two  important  reasons:  Expenditures  for  AIDS  research 
will  benefit  research  in  other  diseases.  Expenditures  for  AIDS  re- 
search should  be  matched  with  expenditures  in  research  for  other 
diseases.  We  remember  that  AZT  is  a  product  of  cancer  research. 

Second,  AIDS  is  the  gravest  public  health  crisis  this  Nation  has 
ever  faced.  It  requires  an  immediate  response.  Within  the  next  3 
years,  263,000  people  are  expected  to  die. 

We  keep  playing  with  numbers,  trying  to  estimate  the  number  of 
people  infected  with  HIV,  but  the  truth  is,  we  do  not  know  for  sure 
and  we  do  know  that  the  number,  whatever  it  is,  is  very  large. 
Lowering  estimates  will  not  make  it  go  away. 

We  expect  another  100,000  cases  of  AIDS  to  be  diagnosed  next 
year.  Who  will  care  for  100,000  new  patients  this  year,  when  those 
already  diagnosed  must  be  treated  in  hallways  because  there  are 
no  rooms  for  them? 

Many  in  our  community,  like  myself  are  HIV  positive.  I  ask  Con- 
gress to  set  a  benchmark  for  AIDS  research  money  so  we  can  sur- 
vive. 

The  Human  Rights  Campaign  Fund  believes  that  a  benchmark  of 
at  least  $1  billion  for  fiscal  year  1991  is  required.  To  assure  the 
proper  expenditures  of  those  funds,  we  urge  you  to  designate  a  con- 
gressional staff  person  to  review  Federal  research  efforts  to  date 
and  monitor  expenditures  in  the  future.  We  also  urge  you  to  ask 
the  Appropriations  Committee  to  re-establish  the  earmark  on  AIDS 
research  funds. 

Second,  some  of  those  infected  with  HIV  will  survive  the  epidem- 
ic. And,  of  course,  those  not  infected  will  survive.  Our  children,  in- 
cluding my  18-year-old  son,  Seth,  will  survive.  Lesbians,  who  have 
the  lowest  incidence  of  infection  of  any  population  group,  will  sur- 
vive. And  those  lesbians  and  gay  men  only  now  coming  of  age  will 
also  survive. 

The  Human  Rights  Campaign  Fund  cares  profoundly  about  the 
world  these  survivors  inherit,  and  we  feel  that  it  can  be  a  better 
world  for  all  Americans  if  some  funds  now  spent  on  defense  are  in- 
vested instead  in  biotechnical  research.  It  will  be  a  world  of  pros- 
perity and  a  world  without  AIDS.  Thank  you. 

[The  prepared  statement  of  Mr.  Forester  may  be  found  at  end  of 
hearing.] 

Mrs.  Boxer.  Chuck,  that  is  very  moving  testimony,  and  I  am  so 
pleased  that  you  presented  it  in  this  fashion,  because  I  have  been 
speaking  to  health  care  providers  for  hospitals,  to  physicians,  to 
nurses,  and  telling  them  they  have  to  engage  in  this  debate  over 
defense  spending  versus  domestic  spending.  That  to  stay  outside 
that  debate  is  not  going  to  help  move  this  country  forward  in  the 
health  care  arena,  because  we  can  no  longer  just  ask  for  more  dol- 
lars. 

We  have  to  be  responsible  for  where  the  dollars  come  from.  I  am 
very  excited  this  was  put  on  the  table  in  this  very  clear  fashion, 
because  I  think  that  is  what  the  debate  is  about.  What  George 
Bush  would  like  the  debate  to  be  about  is  AIDS  versus  cancer 
versus  Alzheimer's,  et  cetera. 

It  was  very  evident  really  in  Bob  Dole's  comments  about  foreign 
aid,  he  is  talking  about  taking  from  one  country  and  giving  to  an- 
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other.  He  is  not  talking  about  the  possibilities  of  looking  at  the 
$160  billion  a  year  we  spend  defending  Western  Europe  and  turn- 
ing that  around  for  foreign  aid. 

So  I  think  the  mindset  of  this  Administration  is  the  same  mind- 
set, the  status  quo  administration  we  saw  in  the  Reagan  Adminis- 
tration, unhappily  so. 

We  are  going  to  be  engaged  in  deep  debate  in  the  Budget  Com- 
mittee and  Congressman  Beilenson  and  I  will  be  very  involved  in 
it.  There  is  a  group  putting  forward  a  budget  for  a  strong  America. 
I  am  part  of  that  group. 

In  it,  we  call  for  a  cut  of  $10  billion  from  the  military  budget. 
Now,  a  lot  of  people  say  that  is  just  the  tip  of  the  iceberg.  What  we 
are  talking  about  is  $10  billion  a  year  over  16  years,  which  is  what 
Fortune  Magazine  called  for.  That  would  cut  the  military  budget  in 
half,  assuming  that  world  conditions  permit  this,  and  then  you  will 
be  able  to  see  a  breakthrough.  But  without  the  breakthrough  it  is 
going  to  be  cancer  versus  Alzheimer's  versus  AIDS  versus  sclero- 
derma. We  can't  allow  that  debate  to  take  that  form. 

I  just  want  to  ask  a  specific  question.  You  talk  about  $1  billion. 
Do  you  mean  for  research? 

Mr.  Forester.  Yes. 

Mrs.  Boxer.  You  mean  $1  billion  on  top  of  what  we  normally 
spend? 

Mr.  Forester.  $1  billion  for  1991  as  a  benchmark.  We  need  to  go 
beyond  that  in  the  future  but  we  should  never  go  below  that. 

Mrs.  Boxer.  I  understand.  My  last  comment,  I  think  you  hit  on 
another  important  concept  which  is  to  frame  this  in  terms  of 
America's  ability  to  lead  in  health  care  and  in  health  care  re- 
search. I  think  it  is  an  exciting  concept  and  one  which,  as  a  matter 
of  fact.  Congressman  Buechner  before  he  left  whispered  to  me,  now 
this  is  a  good  way  I  can  take  this  issue  to  my  colleagues.  So  I  want 
to  thank  you  for  your  two  very  strong  ideas. 

Mr.  Beilenson. 

Mr.  Beilenson.  Thank  you,  Madam  Chairwoman. 

I  want  to  thank  you,  too,  Mr.  Forester,  for  your  testimony  which 
I  found  very  helpful  as  well  as  very  moving.  You  made  a  good  point 
about  investment  in  biotechnology.  It  does  have  ramifications  far 
beyond  this  particular  area  and  will,  therefore,  if  I  may  put  it  so 
crassly,  be  appealing  to  other  people  who  otherwise  may  not  be  so 
sympathetic  or  so  helpful. 

My  only  question  is,  do  you  know,  off  the  top  of  your  head,  what 
amount  we  are  spending  now  annually  for  research  out  of  the  $1.2 
billion  we  are  spending  in  Federal  funds? 

Mr.  Forester.  I  am  not  sure.  Last  year  I  think  it  was  somewhere 
in  the  $750,000  range. 

Mr.  Beilenson.  So  you  are  talking  about  an  increase  of  only  $300 
or  $400  million  with  respect  to  

Mr.  Forester.  But  it  is  very  timely  it  be  done  now.  If  we  don't 
make  those  investments  now,  we  can't  even  take  advantage  of  all 
the  investments  we  have  made  to  date. 

Mr.  Beilenson.  The  problem,  of  course,  is  that  the  need  for  this 
additional  amount  of  investment  in  research  comes  when  you  need 
an  awful  lot  of  investment  of  caring  for  the  larger  and  larger  num- 
bers of  people  who  suffer  from  this  disease. 
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Mr.  Forester.  Absolutely;  and  that  is  why  we  ask  you  to  look  at 
that  defense  expenditure.  Those  expenditures  don't  make  sense  in 
terms  of  the  way  the  economy  is  growing  and  the  way  we  need  to 
grow  our  economy  in  the  future. 

Mr.  Beilenson.  We,  too,  understand  that.  I  am  not  so  sure  all 
the  others  do. 

Mrs.  Boxer.  Thank  you.  I  might  just  say,  Chuck,  and  for  Con- 
gressman Beilenson's  information,  last  year  this  task  force  recom- 
mended $1.9  billion  as  the  number  to  be  funded  for  AIDS,  which 
included  education,  research,  et  cetera.  The  Administration  asked 
for  $1.6  billion.  The  Appropriations  Committee  gave  $1.6  billion. 

Now,  it  was  the  first  time  the  appropriators  went  pretty  far 
below  what  the  HHS  was  asking  for,  which  was  about  $2  billion,  so 
to  me  last  year's  budget  for  AIDS  was  the  saddest  budget  because 
we  had  the  Administration's  HHS  Secretary  asking  for  $2  billion. 

We  had  the  Budget  Committee  squeezing  out  $1.9  billion.  We  had 
Bush,  or  0MB,  asking  for  $1.6  billion  and  the  appropriators  gave 
$1.6  billion.  So  the  difference  between  the  $1.6  and  $1.9  billion 
could  have  meant  just  the  kind  of  effort.  Chuck,  that  you  talk 
about. 

I  couldn't  be  more  pleased  that  Congressman  Beilenson  is  here 
because  this  is  my  last  year  on  the  Budget  Committee,  and  that  is 
a  very  sad  occasion  for  me  because  since  I  got  on  the  Committee,  I 
have  been  the  Chair  of  the  AIDS  Task  Force,  and  I  see  that  I  may 
be  passing  the  baton  this  way.  That  is  why  I  am  so  thrilled  that 
Congressman  Beilenson  is  here  and  is  getting  even  more  interested 
in  the  details  of  this.  We  need  more  expertise  in  the  Congress  on 
this  because  most  people  haven't  been  open  to  it. 

You  have  given  us  a  lot  of  help.  We  look  forward  to  working  with 
you.  As  we  proceed  with  this  budget,  we  will  need  a  Human  Rights 
Campaign  Fund  to  make  sure  we  can  get  the  kind  of  increases  we 
need  in  this  budget. 

Mr.  Forester.  We  will  be  there. 

Mrs.  Boxer.  The  next  panel  is  on  the  financial  and  public  health 
implications  of  early  intervention,  and  our  panelists  are  David 
Johnson,  AIDS  coordinator  from  the  city  of  Los  Angeles;  and 
Robert  A.  Frangenberg,  director  of  AIDS  Program  Office,  and  I 
think  we  will  wait  30  seconds  to  ascertain  if  the  Mayor  is  here. 

I  think  he  is,  and  that  is  just  perfect  timing.  Mayor  Bradley,  you 
have  the  most  perfect  sese  of  timing.  We  just  completed  our  first 
panel,  and  we  are  thrilled  that  you  are  here. 

It  is  our  honor  to  welcome  Mayor  Tom  Bradley  of  Los  Angeles, 
someone  who  has  been  on  the  front  lines  in  battling  against  the 
AIDS  virus.  Mr.  Mayor,  yesterday  we  heard  from  Art  Agnos,  your 
counterpart  in  San  Francisco,  and  he  laid  out  clearly  for  us  the  sit- 
uation that  the  city  is  facing  as  a  result  of  the  numbers. 

You  can  see  from  these  charts  something  that  you  already  know, 
the  blue  chart,  that  Los  Angeles  is  the  second  most  impacted  area 
following  New  York  in  terms  of  numbers  of  cases.  We  are  bringing 
this  message  back  with  us,  and  Congressman  Beilenson,  in  particu- 
lar, when  it  comes  to  Los  Angeles  will  be  your  voice,  so  we  both 
welcome  you. 

Mr.  Beilenson,  would  you  like  to  add  a  word  of  welcome  to  the 
Mayor? 


57 


Mr.  Beilenson.  Welcome. 

Mrs.  Boxer.  It  was  a  word  of  welcome.  Mr.  Mayor,  the  floor  is 
yours. 

STATEMENT  OF  HON.  TOM  BRADLEY,  MAYOR,  LOS  ANGELES 

Mr.  Bradley.  Madam  Chairperson,  Mr.  Beilenson,  thank  you  for 
the  opportunity  to  testify  before  the  Task  Force.  I,  first  of  all,  have 
to  get  an  explanation  for  this  collar  on  Tony  Beilenson. 

Mr.  Beilenson.  There  is  none.  It  is  age.  Mayor. 

Mr.  Bradley.  I  have  some  prepared  remarks  which  we  will 
submit  for  the  record.  I  appreciate  the  opportunity  of  this  Task 
Force  to  permit  the  kind  of  testimony  which  you  are  receiving.  San 
Francisco  and  Los  Angeles,  I  think,  are  two  of  the  critical  areas  of 
this  country  that  have  been  impacted  by  AIDS,  and  we,  I  believe, 
have  something  to  offer  that  may  be  of  assistance,  and  we  would 
hope  that  in  Washington  we  could  get  the  Administration  and  the 
Congress  to  approve  some  of  these  recommendations. 

Our  city,  like  many  others,  is  desperately  trying  to  deal  with  this 
issue.  The  cases  have  dramatically  increased  by  28  percent  during 
the  past  year,  with  a  cimiulative  total  of  8,409  all  together  in  the 
county  of  Los  Angeles. 

Less  than  2  weeks  ago,  I  am  sure,  you  have  heard  about  the  pa- 
tient who  walked  into  the  Cedars  Sinai  Hospital,  shot  his  friend 
who  had  been  suffering  with  AIDS  and  then  turned  the  gun  on 
himself  This  act  demonstrates  the  fear  and  the  persuading  nature 
of  this  disease  and  its  impact  on  the  people  of  this  country. 

Among  the  suicides,  statistics  indicate  that  a  much  higher  level 
of  those  who  are  affected  by  this  disease  turn  into  suicide  as  a 
means  out  of  it  all  than  in  any  other  category.  I  believe  that  only 
with  a  comprehensive  plan  on  a  national  level  which  addresses  the 
psychological  services,  the  educational  programs,  the  programs  for 
drug  addicts,  and  reasonable  treatment  programs  can  we  success- 
fully combat  this  disease. 

Although  the  county  government,  which  has  legal  responsibility 
for  health  care  in  this  area,  has  assumed  responsibility  and  re- 
ceives revenue  for  both  the  health  and  welfare  of  its  citizens,  the 
health  needs  of  people  with  AIDS  largely  remains  unmet. 

In  1984,  Supervisor  Ed  Eldelman  and  I  played  a  leadership  role  in 
establishing  an  ad  hoc  city-county  AIDS  task  force  comprised  of 
public  health  experts,  private  physicians,  and  community  leaders 
to  focus  on  issues  relating  to  AIDS,  advocate  actions  for  persons 
with  AIDS  and  example  policy  alternatives. 

The  task  force  was  successful  in  bringing  together  local  initia- 
tives to  combat  the  AIDS  crisis.  Unfortunately,  the  task  force  was 
established  because  the  county  board  of  supervisors  was  unwilling 
to  acknowledge  that  AIDS  was  a  disease  that  could  not  be  hidden 
under  the  rug. 

I  am  pleased  to  say  that  2  years  ago  the  county  did  establish  a 
county  Commission  on  AIDS.  This  has  been  successful  in  focusing 
attention  on  the  problem  and  serving  as  a  catalyst  for  action  by  the 
people  in  this  county.  As  Mayor  of  Los  Angeles,  I  want  to  use  every 
available  resource  to  fight  the  spread  of  tlus  deadly  disease. 
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As  part  of  my  testimony,  I  will  identify  some  of  the  resources 
that  the  city  has  developed  and  outline  recommendations  on  how 
the  Federal  Government  can  play  a  larger  role  in  addressing  this 
crisis.  In  1985  the  city  of  Los  Angeles  was  the  first  city  in  America 
to  pass  an  AIDS  antidiscrimination  ordinance.  This  ordinance  pro- 
hibits discrimination  against  persons  with  AIDS,  relative  to  em- 
ployment, housing,  mental  and  dental  services,  business  establish- 
ments, city  facilities,  city  services  and  other  public  accommoda- 
tions. 

Until  AIDS  discrimination  legislation  is  passed  on  the  national 
level,  we  will  continue  to  see  persons  with  AIDS  who  are  fired  from 
their  jobs,  who  become  homeless  and  cannot  receive  proper  medical 
care  and  support,  who  can't  get  into  a  school. 

Legal  services  for  people  with  AIDS  must  also  be  provided  on  a 
Federal  level.  The  National  Commission  on  AIDS  has  voiced  its 
strong  support  for  AIDS  antidiscrimination  legislation  only  for  the 
recommendations  to  fall  on  deaf  ears  at  the  Federal  level. 

Ignorance  and  fear  are  the  enemy  in  this  war,  not  persons  with 
AIDS.  Los  Angeles  is  pioneering  a  comprehensive  system  of  alter- 
natives to  hospitalization,  including  hospice  care,  aid  to  targeted 
emergency  shelter  and  long-term  residential  care  options.  We  have 
allocated  an  initial  $1  million  to  help  finance  both  the  construction 
of  new  buildings  and  rehabilitation  of  current  structures. 

These  facilities  are  both  more  humane  and  supportive  for  the  pa- 
tient and  far  more  cost  effective  than  hospitalization.  Housing  al- 
ternatives to  hospitalization  need  to  become  eligible  for  Federal 
funding  from  HUD  and  other  Federal  resources  in  order  to  sustain 
their  AIDS  programs. 

We  need  to  recognize  that  the  number  of  AIDS  patients  is  rising. 
Federal  funding  and  support  must  rise  to  meet  the  need.  In  addi- 
tion, home  health  care  is  a  vital  component  of  this  system  and  is 
grossly  underfunded  by  the  county  and  Federal  Government.  Equal 
access  to  health  care  for  all  of  our  residents  is  crucial  to  help  stop 
the  spread  of  the  AIDS  virus. 

In  the  city  of  Los  Angeles,  we  will  soon  announce  funding  for 
early  intervention  and  treatment  and  educational  programs  which 
reach  out  to  the  minority  communities  and  people  of  color.  On  the 
Federal  level,  funding  for  early  intervention  and  treatment  for 
HIV  infection  is  desperately  needed  for  all  high-risk  groups. 

It  is  critical  that  the  drug  AZT,  proven  effective  at  slowing  down 
the  virus  in  early  stages,  be  made  affordable  and  available  to  all 
who  need  it.  Minorities  and  the  poor  need  better  access  to  both 
clinical  trials  and  early  drug  release  programs. 

In  addition,  medical  and  medicare  reimbursement  needs  to  be  ex- 
tended to  ancillary  costs  of  early  drug  release  program^,  and  drugs 
prescribed  outside  the  label  indications  for  the  drug.  Ihe  need  for 
effective  targeted  treatment  information  for  minority  communities, 
including  minority  health  are  providers,  in  ways  that  are  cultural- 
ly specific  and  linguistically  appropriate  cannot  be  minimized. 

A  fourth  area  we  need  to  address  is  the  high  incidence  and 
alarming  spread  of  AIDS  among  IV  drug  users.  Today  I  am  an- 
nouncing my  intent  to  fund  the  pilot  demonstration  program  for 
emergency  AIDS  intervention,  which  would  augment  the  programs 
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of  five  service  agencies  currently  serving  high  risk  groups,  includ- 
ing IV  drug  users. 

This  emergency  AIDS  intervention  program  would  provide  fund- 
ing for  the  distribution  of  AIDS  prevention  kits,  including  bleach 
and  condoms.  Unfortunately,  the  county  board  of  supervisors  has 
been  unwilling  to  provide  this  service,  and  I  am  asking  the  city  of 
Los  Angeles  to  step  in  and  help  stop  the  unnecessary  spread  of  this 
disease  through  the  needles. 

In  the  same  light,  the  Federal  Government  should  immediately 
develop  a  comprehensive  emergency  program  to  prevent  the  spread 
of  AIDS  via  needle  sharing.  This  includes  access  to  anti-AIDS  drug 
treatment  on  demand  and  drug  rehabilitation  and  funding  for 
treatment  without  restrictions  as  to  its  use. 

Current  Federal  funds  come  with  restrictions  that  the  funds 
can't  be  used  for  bleach  or  condoms.  Local  authorities  should  have 
the  right  to  make  these  strategic  decisions.  This  problem  affects  ad- 
dicts and  increasingly  their  spouses  and  children,  especially  in  mi- 
nority communities. 

In  Los  Angeles,  over  50  percent  of  the  infants  who  are  born  with 
AIDS  come  from  families  in  south-central  Los  Angeles.  A  coordi- 
nated mass  media  appeal  to  inform  the  public  about  AIDS  and 
transmission  is  essential  to  any  comprehensive  plan  to  deal  with 
the  AIDS  crisis. 

This  includes  information  through  major  corporations,  education 
through  our  school  systems,  and  public  service  announcements  and 
other  informational  programs.  We  cannot  let  the  public  become 
complacent  about  this  deadly  disease.  The  city  of  Los  Angeles  is  in 
the  planning  stages  to  develop  comprehensive  AIDS  educational 
programs  to  compliment  our  already  existing  AIDS  education 
policy. 

It  has  been  clearly  established  that  education  and  adequate  cur- 
rent information  are  the  best  line  of  defense  against  AIDS.  Lastly, 
increased  funding  for  AIDS  research  is  of  utmost  importance  in  our 
efforts  to  stop  the  senseless  dying  in  this  country. 

AIDS  is  the  most  serious  danger  to  the  public's  health  in  recent 
memory.  As  the  disease  continues  its  relentless  spread  to  all  seg- 
ments of  our  population,  let  us  make  no  mistake  about  this.  We  are 
facing  a  threat  of  potentially  catastrophic  proportions.  In  the  face 
of  this  threat,  we  must  do  all  that  we  can  as  individuals  and  as 
government  leaders  to  end  this  crisis,  to  stem  the  spread  of  the  dis- 
ease, to  ease  the  physical  and  emotional  suffering  of  those  afflicted 
and  to  find  a  cure  for  AIDS. 

We  cannot  and  will  not  sit  idly  by  and  watch  as  we  see  thou- 
sands die  each  year  from  AIDS.  Thanks  to  people  and  organiza- 
tions who  are  testifying  today,  research  laboratories  around  the 
world,  medical  centers  around  America,  and  in  the  legislative  halls 
of  government,  consciousness  is  finally  being  raised  that  a  battle 
must  be  waged,  a  war  must  be  won. 

Speaking  for  the  city  of  Los  Angeles,  this  city  will  not  rest  until 
the  killer  is  defeated.  This  is  not  a  political  issue,  but  an  issue  of 
human  decency.  We  must  agree  to  fight  the  ignorance,  fear,  and 
hysteria  about  AIDS.  Members  of  this  committee,  we  must  face  the 
fact  the  problem  of  AIDS  in  Los  Angeles  and  throughout  our 
Nation  will  not  disappear. 
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As  we  enter  a  new  year,  we  as  government  leaders  must  forge  a 
partnership,  a  partnership  of  Federal,  State,  and  local  governments 
which  will  work  together.  Unquestionable,  the  time  for  direct 
action  is  now. 

Mrs.  Boxer.  Thank  you  very  much,  Mr.  Mayor,  for  your  very 
forceful  words.  I  am  struck  by  a  very  strong  point  you  make.  You 
seem  to  be  saying  that  the  people  in  the  areas  that  are  impacted 
know  the  best  way  to  handle  this  epidemic,  know  how  to  outreach, 
and  that  if  we  put  strings  on  how  the  money  can  be  spent,  it  is  not 
helpful  to  you,  and  you  are  in  a  sense  saying  to  us,  trust  us  to 
handle  this  epidemic.  We  have  been  on  the  front  lines. 

Some  of  us  are  talking  about  an  approach  to  this  epidemic  as  one 
would  approach  disaster  relief  because,  as  you  can  see  by  the 
number  of  cities  which  are  impacted,  we  still  have  the  heavy  con- 
centrations in  certain  cities.  Would  that  type  of  program  be  some- 
thing you  would  like  to  see,  assuming  that  we  didn't  have  too  many 
strings  attached  as  to  what  you  could  or  couldn't  do  in  terms  of 
prevention  and  education? 

Mr.  Bradley.  I  think  cities  are  unique  because  of  a  variety  of 
factors,  and  greater  flexibility,  therefore,  is  needed  to  permit  these 
cities  to  use  the  most  innovative  approaches,  to  use  the  systems 
that  they  have  seen  work,  and  I  therefore  strongly  urge  that  we 
move  these  restrictions  and  give  the  local  jurisdictions  and  their 
leaders  a  chance  to  use  a  system  or  an  approach  to  the  solution 
that  they  feel  most  confident  will  work  in  their  communities. 

Mrs.  Boxer.  Mr.  Congressman? 

Mr.  Beilenson.  Thank  you.  Congress  woman.  Let  me  say  just  a 
couple  things.  The  first  is,  I  would  like  to  salute  you,  Mr.  Mayor.  I 
have  saluted  you  on  many  other  occasions,  on  many  other  issues  in 
the  many  years  that  you  served  our  community  and  served  it  well, 
but  it  is  excellent  of  you  to  provide  the  leadership  you  have  provid- 
ed in  this  area.  We  thank  you  also  very  much  for  taking  the  time 
to  come  way  out  to  the  west  side  of  town  today  to  participate  for  a 
modest  amount  of  time  in  this  particular  hearing.  We  do  appreci- 
ate that.  Obviously,  your  taking  this  time  out  of  a  busy  workday 
underlines  the  concerns  you  have  and  your  devotion  to  duty  and 
the  fact  that  you  do  care  so  deeply  about  this  particular  matter. 

One  other  thing  that  your  being  here  underlines  to  us  is  the  im- 
portance of  the  partnership  between  the  various  levels  of  govern- 
ment. Obviously,  the  Federal  Government  has  provided  resources, 
but  not  all  of  them. 

We  are  delighted  to  recognize  again  the  fact  that  under  your 
leadership  the  city  of  Los  Angeles  has  provided  much  needed  lead- 
ership and  has  done  its  utmost  to  provide  needed  services  over  the 
past  several  years.  Not  everybody  else  has. 

The  county  of  Los  Angeles,  which  has  the  primary  responsibility 
for  health  care  in  this  area,  has  not  provided  that  kind  of  leader- 
ship at  all,  with  the  single  exception,  if  I  may  say  so,  of  Mr.  Edel- 
man  on  the  board  of  supervisors.  But  the  board  as  a  whole.  Madam 
Chairwoman,  has  not  given  the  kind  of  support  that  it  should  have. 

As  you  just  heard,  the  Commission  on  AIDS  was  not  set  up  until 
just  a  couple  of  years  ago,  long  after  it  should  have  been. 


61 


The  antidiscrimination  statute  was  not  passed  until  this  last 
year — many,  many  years  after  everybody  else  had  adopted  that 
kind  of  legislation. 

Health  care  in  the  county-owned,  county-supported  facilities  is  a 
scandal,  to  be  frank  about  it,  so  the  county  has  yet  to  be  dragged 
into  understanding  what  its  response  to  this  particular  problem 
should  be. 

It  is  not  surprising  to  me,  if  I  may  say  so,  because  this  particular 
county  board  of  supervisors  has  not  been  responsive  to  other  needs 
of  the  county.  But  in  any  case,  that  is  the  situation  we  are  faced 
with. 

Mr.  Mayor,  you  mentioned  early  on  in  your  testimony  that  Los 
Angeles  is  pioneering  a  comprehensive  system  of  alternatives  to 
hospitalization,  including  hospice  care,  AIDS-targeted  emergency 
shelter,  and  long-term  residential  care  options,  and  you  have  allo- 
cated an  initial  $1  million  to  help  finance  both  the  construction  of 
new  buildings  and  rehabilitation  of  current  structures. 

That  is  a  modest  amount,  of  course.  Obviously,  we  need  a  lot 
more.  Am  I  correct  in  understanding  that  that  is  an  area  where 
the  primary  responsibility  ought  to  lie  with  the  county  rather  than 
the  city?  In  a  sense  what  you  are  trying  to  do  is  point  to  the  way 
that  it  should  be  done,  but  it  is  someone  else  that  ought  to  be  un- 
dertaking this  responsibility. 

Mr.  Bradley.  That  is  quite  true. 

Mr.  Beilenson.  I  don't  mean  to  be  taking  potshots  at  the  county, 
but  this  area  is  their  responsibility  primarily;  is  it  not? 

Mr.  Bradley.  Yes,  it  is.  It  has  been  assigned  by  law,  but  as  in 
some  other  cases,  we  simply  have  not  been  willing  to  wait  for  the 
county.  If  they  are  not  going  to  do  it,  we  have  felt  as  a  moral  obli- 
gation, we  have  to  step  in  and  take  these  kinds  of  actions,  and  to 
provide  these  kinds  of  alternatives  is  absolutely  critical,  and  so 
while  the  amount  of  money  is  modest,  if  we  can  just  make  a  begin- 
ning, if  we  can  show  not  only  the  county,  but  other  jurisdictions 
the  importance  of  this  kind  of  flexible  service  to  the  people,  then  I 
think  we  can  change  some  minds  and  change  attitudes. 

We  have  had  to  deal  with  people  who  were  hostile  to  the  notion 
of  permitting  a  hospice  facility  in  their  neighborhood,  and  it  takes 
some  political  courage  to  say  this  is  absolutely  essential,  and  if  you 
will  simply  understand,  if  we  can  give  you  more  knowledge 
through  a  public  education  program,  we  think  that  we  generate 
more  support  and  greater  acceptance  of  this  kind  of  need. 

Mr.  Beilenson.  Exactly.  Thank  you  very  much.  Let  me  say  just 
one  more  word  to  you.  Madam  Chairwoman,  since  you  are  very 
knowledgeable  in  this  particular  area,  as  you  are  in  many  others.  I 
know  you  know  this,  but  let  me  just  point  out  to  you  that  of  course 
Los  Angeles  is  a  different  kind  of  place  from  San  Francisco,  and 
with  respect  to  this  particular  problem,  as  with  other  problems,  our 
response  has  to  be  a  little  bit  different. 

We  are  a  sprawling  community.  When  we  talk  about  the  county, 
the  city  too,  we  are  talking  about  a  community  sprawled  all  over 
the  place.  I  don't  suspect  that  that  in  preventing  or  discouraging 
the  spread  of  the  disease. 

At  the  same  time,  we  don't  have  a  core  community  all  in  one 
place  where  people  see  the  enormity  of  the  problem  because  it  is 
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scattered  around  among  people  in  various  areas,  though  some 
areas  have  suffered  more  from  this  particular  disease.  Therefore, 
we  are  not  paying  the  kind  of  attention  that  you  might  in  your 
own  community  of  San  Francisco  where  it  is  so  obvious,  where  all 
the  people  suffering  are  in  one  particular  area. 

We  have  the  additional  problem  of  having  a  very  large  illegal 
population,  which  is  hard  to  get  to,  hard  to  educate,  and  it  is  hard 
for  public  officials  to  have  access  to  them  because  people  are  fear- 
ful of  exposing  themselves,  of  being  kicked  out  of  the  country.  But 
we  have  a  large  population,  perhaps  as  large  as  a  million  or  more, 
and  I  think  that  probably  complicates  it  as  well. 

I  don't  know  about  the  Catholic  Church  in  your  area,  but  the 
Roman  Catholic  Church  in  Los  Angeles  has  not  been  helpful  at  all. 

They  have  been  quite  unhelpful,  especially  with  respect  to  the 
use  of  condoms.  We  have  particular  problems  here.  I  am  mention- 
ing them  only  because  they  exemplify  the  problem  you  pointed  out 
earlier,  that  local  people  know  best  how  to  handle  the  problems  in 
their  own  local  areas,  and  we  shouldn't  have  Federal  restrictions 
on  whatever  Federal  resources  are  made  available.  The  particular 
localities,  it  seems  to  me,  would  know  best  how  to  use  these  re- 
sources. 

Mrs.  Boxer.  I  thank  my  colleague  because  it  is  very  helpful  to 
hear  his  insights  and  put  it  together  with  the  Mayor's  comments. 
Mr.  Mayor,  I  have  a  message  for  you.  I  think  that  your  coming 
here  was  extremely  important  because  what  is  happening,  I  sense, 
at  the  Administration,  is  that  they  are  very  tired  of  dealing  with 
this  disease. 

They  are  kind  of  bored  with  it.  It  has  been  around  for  10  years, 
and  they  keep  putting  things  out  saying  the  number  of  cases  are 
not  going  to  be  as  many  as  we  thought,  as  Dr.  Silverman  pointed 
out  to  us,  there  is  still  a  huge  number  of  people  infected  with  this 
virus,  so  maybe  it  is  not  a  million.  Maybe  it  is  850,000. 

The  fact  is,  as  you  can  tell  from  the  red  chart,  the  cases  go  up 
and  up  and  up,  and  you  are  the  people  on  the  front  lines  that  have 
to  deal  with  it,  and  we  are  the  people  who  are  going  to  go  back  and 
push  for  higher  funding  levels. 

What  you  have  done  by  being  here  today  is  you  have  given  us  a 
lot  of  encouragement  to  do  that  because  when  you  get  back  there, 
it  is  almost  as  if  people  look  at  you  and  say,  oh,  AIDS  that  was  a 
couple  years  ago.  Barbara,  you  were  talking  about  that  in  1983, 
and  you  are  still  talking  to  me  about  it. 

This  country  likes  to  move  on  to  new  problems,  to  new  chal- 
lenges, and  this  is  one  we  have  not  conquered,  and  the  crossroads 
we  are  at  is  that  we  know  early  intervention,  as  you  point  out,  Mr. 
Mayor,  can  be  of  enormous  help,  so  we  have  a  moral  obligation  to 
provide  it,  and  it  seems  to  me  if  we  were  just  throwing  money 
away,  we  have  got  to  provide  it. 

We  have  learned  because  of  the  billions  we  have  spent  that  we 
can  make  this  a  manageable  disease,  and  then  the  issue  of  educa- 
tion and  prevention,  you  were  talking  about  reaching  the  most  dif- 
ficult populations,  the  IV  drug  abusers,  people,  as  Congressman 
Beilenson  points  out,  who  sometimes  doesn't  speak  English,  who 
you  have  to  reach  and  teach,  dealing  with  religions  and  institutions 
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that  may  not  be  of  help,  and  then  shockingly  I  learned  that  your 
county  hasn't  been  a  great  leader  in  this,  either. 

Coming  from  a  board  of  supervisors,  that  disappoints  me.  So  I 
just  wanted  to  take  a  moment  to  thank  you  from  the  bottom  of  my 
heart,  as  Congressman  Beilenson  has,  for  being  with  us  here  today, 
for  taking  the  time  out.  This  isn't  the  easiest  place  to  get  to.  Even 
the  cab  driver  couldn't  find  it.  I  appreciate  so  much  that  you  are 
here.  We  will  take  your  message  back  and  we  will  take  Art  Agnos' 
message  back.  They  are  very  significant  to  us,  so  thank  you  very 
much  for  coming.  We  really  appreciate  it. 

Mr.  Bradley.  Thank  you.  Thank  you  very  much.  Good  to  see 
you. 

Mrs.  Boxer.  Good  to  see  you,  Mr.  Mayor. 

Now  we  will  go  to  the  financial  and  public  health  implications  of 
early  intervention.  David  Johnson,  AIDS  coordinator  of  the  city  of 
Los  Angeles  and  Robert  A.  Frangenberg,  director,  AIDS  program 
office,  L.A.  County  Department  of  Public  Health.  Gentlemen,  we 
welcome  you.  We  would  ask  Mr.  Johnson,  to  please  proceed. 

STATEMENT  OF  DAVID  JOHNSON,  AIDS  COORDINATOR,  CITY  OF 

LOS  ANGELES 

Mr.  Johnson.  Thank  you  very  much.  You  have  the  full  prepared 
statement  here.  I  just  want  to  talk  to  you  for  a  few  minutes  in  two 
capacities.  One  is  as  the  AIDS  coordinator  for  the  city,  but  the 
second  is  as  a  person  with  AIDS-related  complex. 

I  think  it  is  important  that  we  put  some  truth  on  the  table.  As 
the  situation  is  developing  here  in  the  county  and  city  of  Los  Ange- 
les, we  are  at  a  point  right  now  where  with  the  existing  burden  of 
AIDS-related  illnesses  on  the  public  sector,  the  health  and  social 
services  infrastructure  of  this  county  is  straining  to  the  point  of 
collapse. 

Right  now,  today,  you  have  to  wait  6  to  8  weeks  to  get  an  initial 
appointment  for  outpatient  services.  People  are  getting  chemother- 
apy in  hallways.  That  is  today. 

Even  in  communities  where  there  have  been  private  resources, 
where  it  has  been  possible  to  hold  fundraisers,  volunteer  resources 
are  tapped  out,  private  funding  resources  are  tapped  out,  and  all  of 
the  food  banks  and  all  of  the  buddy  systems  and  all  of  the  trans- 
portation networks  that  the  community  put  together  by  itself  are 
finding  that  they  are  no  longer  able  to  keep  up  with  demand. 

In  communities  where  there  has  never  been  the  luxury  of  that 
type  of  resource  or  that  type  of  infrastructure,  the  disease  is  spiral- 
ing  out  of  control.  If  we  were  really  at  the  peak  of  the  epidemic,  if 
this  was  really  it,  we  would  just  about  barely  muddle  through. 

The  truth  is,  that  in  the  first  half  of  the  1990's  we  are  going  to 
see  five  times  as  many  people  as  we  are  seeing  today,  and  the  polit- 
ical infrastructure  in  Washington  and  in  Sacramento — for  whom 
the  populations  affected  by  AIDS  have  never  been  a  high  political 
priority — have  moved  on,  and  the  media  has  moved  on  to  oat  bran. 

It  is  no  longer  the  disease  of  the  month,  but  it  is  going  to  be  the 
disease  of  the  1990's  for  this  county.  I  want  to  address  quite  force- 
fully some  of  the  mythology  that  is  going  on  around  the  supposed 
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leveling  off  of  this  disease.  We  hear  a  lot  about  how  AIDS  is  level- 
ing off. 

As  you  pointed  out,  that  is  a  lot  of  the  message  the  administra- 
tion is  putting  out.  It  is  certainly  what  we  are  hearing  in  the  local 
and  national  media.  That  is  a  very  dangerous  illusion,  and  it  comes 
from  our  inability  to  look  at  the  full  spectrum  of  HIV  disease. 

As  Dr.  Silverman  pointed  out,  AIDS  is  basically  an  epidemiologi- 
cal construct.  It  is  a  list  of  infections  that  occur  in  the  later  stages 
of  HIV  disease.  If  we  continually  focus,  even  in  our  charts  of  the 
disaster,  AIDS,  we  are  missing  some  very  important  points. 

We  have  seen  a  leveling  off  in  AIDS  diagnosis  in  the  county  of 
Los  Angeles,  and  that  has  only  occurred  for  two  reasons.  One,  be- 
cause the  presence  of  the  drug  AZT,  whose  introduction  into  the 
arsenal  occurred  at  exactly  the  same  time  the  diagnosis  began  to 
level  off,  has  stretched  out  over  time  the  progression  to  one  of  the 
diseases  on  the  list  that  gives  you  the  AIDS  label. 

It  means  that  people's  immune  systems  are  deteriorating  more 
slowly.  It  does  not  mean  people's  immune  systems  are  not  deterio- 
rating. 

I  say  this  as  someone  who  has  been  on  AZT  for  nearly  2  ¥2  years. 
I  will  tell  you  that  early  intervention  is  the  reason  I  don't  have  a 
full-blown  AIDS  diagnosis.  It  may  be  the  reason  I  am  alive  today, 
but  I  will  also  tell  you  I  had  450  T-cells  years  ago,  and  I  have 
189  now.  The  disease  is  progressing  in  me.  It  is  progressing  in  ev- 
eryone on  AZT.  It  is  progressing  more  slowly,  but  it  is  progressing. 

The  other  weapon  we  have  in  the  arsenal  is  the  ability  to  pre- 
vent Pneumocystis  carinii  pneumonia,  which  was  the  most  common 
AIDS  defining  illness,  but  this  creates,  in  the  context  of  just  look- 
ing at  cases  of  AIDS,  an  even  more  dangerous  illusion.  Pneumocys- 
tis carinii  pneumonia,  which  is  now  preventable,  was  simply  gener- 
ally the  first  disease  on  that  CDC  list  that  people  got,  and  only  be- 
cause it  was  the  disease  on  that  list  that  tended  to  happen  earlier 
in  the  illness,  when  one  had  more  T-cells.  So  by  preventing  that 
disease,  we  are  simply  causing  people  to  get  the  AIDS  label  again 
later  in  their  disease. 

As  a  result  of  these  two  factors,  with  no  underlying  effect  on  the 
number  of  people  infected  or  the  fact  that  they  are  progressing,  we 
have  this  illusion  that  fewer  people  are  getting  AIDS.  That  is  a 
dangerous  non  sequitur,  it  is  a  meaningless  statement. 

The  fact  is  that  112,000  people  in  this  country  have  HIV  infec- 
tion, and  thus  have  HIV  disease.  The  fact  is  that  more  are  acquir- 
ing the  infection,  and  the  fact  is  that  every  one  of  those  people  at 
different  rates  is  progressing  to  life  threatening  illness.  It  would  be 
far  more  meaningful  for  us  to  look  at  the  T-cell  count  of  those 
112,000  people.  We  would  see  that  it  is  relentlessly  getting  lower 
and  lower  and  lower. 

The  way  that  we  can  look  though,  at  this  delay  in  the  onset  of 
AIDS  in  the  112,000  with  HIV  disease,  is  as  an  opportunity  to  buy 
time,  to  buy  time  in  two  ways.  Certainly  for  those  of  us  who  are 
patients,  it  is  an  opportunity  to  buy  time  to  stay  alive,  but  it  is  an 
unparalleled  opportunity  for  us  to  buy  time  to  make  a  massive  in- 
vestment in  doing  what  we  need  to  do  before  the  onslaught  gets 
here.  Thanks  to  AZT  and  pentamidine,  it  will  get  here  more  slowly, 
but  it  is  coming. 
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We  are  talking  about  five  times  the  number  of  people  requiring 
public  sector  services  in  the  first  half  of  the  1990's.  There  are  basi- 
cally three  areas  that  I  would  see  as  priorities  for  massive  invest- 
ment. Simply  put,  they  are  prevention,  intervention,  and  care. 

I  will  start,  because  I  was  asked  to  focus  on  it,  with  the  area  of 
intervention.  As  has  been  pointed  out,  it  is  critical  that  early  inter- 
vention services  be  made  available  to  all  who  need  them.  That  is 
going  to  cost  hundreds  of  millions  of  dollars  in  AZT  alone. 

When  you  add  on  to  that  the  cost  of  pentamidine,  the  cost  of  an- 
cillary medical  services,  we  are  talking  of  course  in  the  billions.  We 
are  talking  in  the  hundreds  of  millions  of  dollars  in  additional 
county  costs,  as  I  am  sure  Mr.  Frangenberg  will  tell  you  in  greater 
detail,  here  alone  just  to  put  early  intervention  services  in  place 
for  the  people  who  currently  need  them,  barring  the  fact  that  more 
people  are  getting  infected  all  the  time. 

The  consequences  if  we  do  not  do  that  is  that  each  one  of  the 
people  we  do  not  invest  in  AZT  for  today  will  require  10  to  20 
times  as  large  an  investment  a  very  few  years  for  repeated  hospi- 
talizations if  they  develop  full  blown  AIDS.  The  disaster  has  al- 
ready occurred. 

It  is  not  a  question  of  whether  or  not  we  are  going  to  spend  this 
money,  it  is  a  question  of  whether  we  are  going  to  spend  this 
money  now  or  10  times  the  money  in  4  or  5  years  to  take  care  of 
the  people  we  have  failed  to  take  care  of  when  it  is  more  cost  effec- 
tive, and  certainly  more  humane,  to  do  so. 

There  must  be  massive  capital  investment  in  providing  early 
intervention,  information,  and  services  to  everyone  who  is  infected. 
That  not  only  requiries  that  we  be  able  to  provide  the  care,  it  re- 
quires that  we  be  able  to  provide  the  information. 

There  is  currently  no  source  of  Federal  funding  available  to  get 
the  word  out  into  all  of  the  many  communities  here  in  Los  Angeles 
County  about  the  availability  of  treatment  and  the  need  for  people 
to  get  tested.  That  is  a  message  that  the  community  has  largely 
been  carrying  by  itself.  Every  single  community — and  we  have 
many  diverse  communities  within  the  county — needs  to  be  able  to 
deliver  its  own  message. 

As  the  Mayor  quite  clearly  pointed  out,  not  only  does  each  local 
government  need  to  be  able  to  deliver  the  message  without  strings, 
but  within  the  local  jurisdiction  each  community,  each  constituen- 
cy, needs  to  deliver  the  message  to  its  own  group  without  strings. 

In  order  to  do  that,  we  need  a  massive  infusion  of  funds  for  a 
public  awareness  campaign,  an  education  campaign  focused  on 
treatment.  The  message  from  the  Centers  for  Disease  Control  has 
been  clear:  We  are  interested  in  prevention,  we  are  interested  in 
preventing  the  spread  of  infection  to  people  who  are  politically  pop- 
ular. We  are  not  interested  in  spreading  the  treatment  message  to 
people  already  infected.  They  have  told  us  in  no  uncertain  terms 
that  their  money  can't  be  used  for  that.  This  is  the  critical  time 
where  we  must  crack  the  denial  barrier  within  our  own  communi- 
ties by  a  massive  education  campaign.  We  must  provide  the  serv- 
ices at  the  same  time  and  place  so  that  when  people  do  come  for- 
ward to  get  tested,  there  is  somewhere  for  them  to  go  to  get  the 
medications  that  they  require. 
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We  have  a  short  amount  of  time  to  make  another  massive  capital 
investment  in  developing  a  system  of  care  that  would  be  adequate 
to  sustain  people  who  are  going  to  get  sick  as  a  result  of  the  infec- 
tion which  has  already  occurred.  It  will  take  upwards  of  $100  mil- 
lion in  this  county  alone  to  invest  in  infrastructure  in  terms  of  al- 
ternatives to  hospitalization.  Residential  care  in  particular  is  a  key 
priority.  We  are  scrambling  to  identify  what  sources  exist.  As  the 
Mayor  pointed  out,  the  city  has  put  money  in,  the  county  has  put 
money  in,  but  our  resources  are  dwarfed  by  the  scope  of  the  prob- 
lem. 

We  need  to  build  far  more  shelters  and  hospices  and  alternatives 
to  hospitalization  than  we  have.  We  need  far  more  home  health 
care  than  has  been  available.  HCFA  needs  to  be  part  of  the  solu- 
tion. We  really  need  a  massive  infusion  of  capital  investment,  both 
in  early  intervention  and  developing  the  system  of  care,  or  we  will 
simply  not  be  able  to  keep  up. 

In  the  area  of  prevention,  I  just  want  to  briefly  reiterate  what 
has  been  said  earlier,  which  is  that  prevention  money  must  come 
without  strings.  It  is  inexcusable  that  AIDS  has  been  manipulated 
as  a  way  to  cynically  try  to  blackmail  people  into  changing  their 
sexual  and  drug  behavior.  Indeed  we  must  have  drug  treatment  on 
demand,  but  for  those  people  who  are  not  able  or  not  willing  to 
change  IV  drug  using  behavior,  we  must  give  those  people  the  in- 
formation and  the  tools  so  that  they  will  not  spread  AIDS  amongst 
themselves  and  to  their  spouses  and  children. 

And  we  must  teach  people  that  it  is  in  fact  possible  to  be  sexual 
and  not  spread  AIDS.  We  must  not  lie  to  people  and  tell  them  that 
abstinence  is  their  only  option  because  for  some  other  reason  we 
wish  them  to  be  abstinent.  That  is  a  cynical  and  manipulative  ap- 
proach and  a  public  health  disaster.  It  has  clearly  been  a  failure 
where  it  has  been  tried,  and  clearly  where  people  have  been  hon- 
estly told  what  their  alternatives  are,  such  as  by  their  own  commu- 
nities in  San  Francisco  and  here  and  elsewhere,  we  have  seen  the 
rate  of  new  infection  drop  to  nearly  zero. 

I  would  emphasize  that  we  really  are  at  the  edge  of  the  precipice. 
We  have  a  scant  12  to  24  months  to  build  both  the  early  interven- 
tion infrastructure  and  the  system  of  care.  If  we  don't  do  it,  the 
consequences  are  clear.  Tens  of  thousands  of  people  who  don't  have 
to  will  progress  to  disease,  and  if  you  think  we  are  talking  about  a 
lot  of  money  for  early  intervention,  wait  until  you  see  what  we  are 
talking  about  to  care  for  those  people. 

If  we  don't  have  care  alternatives  in  place,  if  we  don't  have  a 
system  of  care  in  place,  then  what  we  will  instead  see  is  that  these 
five  times  as  many  people  will  come  into  the  existing  system  and 
utterly  destroy  it,  utterly  destroy  it.  It  will  not  be  able  to  handle  it. 

If  we  have  6-week  waits  and  chemotherapy  in  the  hallways 
today,  imagine  what  we  will  have  without  a  massive  investment 
with  five  times  the  patients.  This  has  been  a  disaster.  The  disaster 
has  already  occurred.  The  only  difference  between  this  disaster  and 
a  disaster  like  Hurricane  Hugo  or  the  earthquake  is  that  this  disas- 
ter is  killing  many,  many  times  more  people  and  this  disaster  gives 
us  some  lead  time  to  prepare,  unlike  the  others.  We  dare  not  fail  to 
take  advantage  of  it  with  a  major  investment  this  year.  Thank  you. 
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[The  prepared  statement  of  Mr.  Johnson  may  be  found  at  end  of 
hearing.] 

Mrs.  Boxer.  Thank  you  very  much.  Mr.  Frangenberg,  welcome. 

STATEMENT  OF  ROBERT  A.  FRANGENBERG,  DIRECTOR,  AIDS 
PROGRAM  OFFICE,  LOS  ANGELES  COUNTY  DEPARTMENT  OF 
PUBLIC  HEALTH 

Mr.  Frangenberg.  Good  morning.  My  name  is  Bob  Frangenberg. 
I  am  pleased  to  have  a  chance  to  testify  to  you  today. 

I  am  going  to  briefly  try  to  describe  the  impact  that  AIDS  has 
had  on  Los  Angeles  County. 

Mrs.  Boxer.  Excuse  me,  do  you  have  your  testimony? 

Mr.  Frangenberg.  I  am  afraid  I  don't.  I  was  going  to  send  copies 
to  you. 

Mrs.  Boxer.  That  is  fine.  We  will  put  it  in  the  record. 

Mr.  Frangenberg.  I  want  to  describe  to  you  the  impact  that 
AIDS  has  had  on  Los  Angeles  County  and  the  progress  that  has 
been  made,  and  the  vast  needs  that  we  have  during  the  next  sever- 
al years.  I  will  discuss  both  the  prevention  and  care,  with  particu- 
lar emphasis  on  early  intervention. 

Mrs.  Boxer.  Could  you  speak  into  the  microphone,  please. 

Mr.  Frangenberg.  The  past  3  years  have  witnessed  a  major  in- 
crease in  AIDS  programs  and  services  in  Los  Angeles  County.  We 
have  grown  rapidly  in  both  prevention  and  treatment  programs. 
The  total  county  budget  for  AIDS  in  1989-90  is  $60  million  com- 
pared to  $15  million  in  1986-87.  In  1989-90,  $20  million  of  the 
budget  is  net  county  costs. 

The  profile  of  AIDS  cases  in  Los  Angeles  County  is  distinctly  dif- 
ferent than  seen  in  New  York  or  New  Jersey  and  somewhat  differ- 
ent than  the  profile  in  San  Francisco.  Of  the  cumulative  adult  and 
adolescent  cases  89  percent  are  among  gay  and  bisexual  men,  in- 
cluding gay  and  bisexual  IV  drug  users.  Even  among  those  cases 
diagnosed  in  1989,  gay  and  bisexual  men  constitute  85  percent  of 
the  cases. 

Looking  at  cases  among  people  of  color,  69  percent  of  the  black 
adult  and  adolescent  cases  and  81  percent  of  the  Hispanic  and  82 
percent  of  the  Asian  cases  are  among  gay  and  bisexual  men,  in- 
cluding those  who  are  drug  users. 

Cases  among  heterosexual  IV  drug  users  constitute  only  4  per- 
cent of  the  cumulative  adult  and  adolescent  cases,  and  only  5  per- 
cent of  the  cases  diagnosed  in  1989.  In  Los  Angeles  we  are  fortu- 
nate that  we  have  not  seen  the  level  of  infection  among  the  IV 
drug  users  that  the  population  in  New  York  and  New  Jersey  has 
experienced. 

At  this  time  our  seroprevalence  studies  indicate  the  level  of  in- 
fection among  IVDU's  is  probably  less  than  5  percent,  although  we 
have  also  found  some  people  in  our  STD  clinics  in  our  seropreva- 
lent  studies  that  when  asked  whether  or  not  people  were  using 
drugs  and  sharing  needles,  17  percent  of  those  people  have  self- 
identified  themselves  as  needle  sharing  people. 

Because  the  percent  is  low,  much  lower  than  New  York,  it  gives 
us  the  opportunity  to  intervene.  As  has  been  pointed  out  so  far,  we 
are  hampered  by,  unfortunately  by  not  being  able  to  have  clean 
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needle  exchanges  or  clean  needle  programs,  bleach  programs,  and 
condom  distribution  programs,  at  least  on  outreach  programs,  in 
Los  Angeles  County.  That  is,  frankly,  a  political  decision  by  the 
board  of  supervisors.  I  personally,  and  the  health  department,  has 
been  on  the  record  as  supporting  those  programs. 

As  you  know,  HIV  is  not  simply  a  matter  of  providing  informa- 
tion to  people,  but  prevention  must  include  behavioral  change  pro- 
grams to  halt  the  spread  of  the  HIVC  virus.  There  are  several 
things  that  we  have  done  in  Los  Angeles  County  in  prevention.  We 
have  anonymous  testing  sites  and  we  have  confidential  testing  sites 
throughout  the  county.  We  have  education  and  prevention  and  out- 
reach programs  to  many  of  the  different  populations  who  are  at 
risk  and  have  been  impacted.  We  have  had  media  campaigns  in 
ethnic  minority  communities,  and  we  have  done  some  knowledge, 
attitude,  gmd  behavior  and  belief  studies. 

A  guiding  principle  in  the  design  and  implementation  of  our  HIV 
prevention  activities  is  that  knowledgeable  and  credible  individuals 
and  organizations  in  the  affected  communities  should  design  and 
implement  the  education  and  outreach  to  their  own  community 
members.  In  Los  Angeles  County  we  have  a  number  of  experienced 
community  based  organizations  which  can  provide  HIV  prevention 
programs. 

What  we  lack  are  the  resources  to  fund  all  that  needs  to  be  done. 
During  the  past  year  the  county  has  engaged  in  a  cooperative  stra- 
tegic planning  process  in  aprtnership  with  the  community. 
Through  this  process  a  number  of  groups  have  been  identified 
which  are  not  receiving  enough  HIV  prevention  programs.  These 
include  gay  men  of  color,  IV  drug  users,  women,  high  risk  youth, 
and  white  gay  men. 

The  primary  impediment  to  providing  these  programs  is  funding. 
Although  we  receive  funds  from  the  Federal  Centers  for  Disease 
Control  for  prevention  and  surveillance,  and  although  the  State  di- 
rectly funds  a  number  of  State  community  based  education  pro- 
grams in  the  county,  this  is  not  sufficient.  The  county  does  not 
have  the  resources  to  expand  these  programs  by  itself. 

The  counties  in  California  constitute  the  health  care  safety  net 
as  they  provide  the  only  access  to  health  care  available  for  many 
people.  Since  the  beginning  of  this  epidemic,  Los  Angeles  County 
has  provided  treatment  for  AIDS  patients  in  its  six  county  hospi- 
tals. We  estimate  that  the  county  actively  treats  approximately 
one-third  of  all  AIDS  and  HIV  positive  patients  in  the  county. 

This  fiscal  year  1988-89,  we  provided  26,800  inpatient  days  in 
county  hospitals  to  AIDS  and  HIV  patients,  an  average  of  73  pa- 
tients per  day,  a  27  percent  increase  over  1987-88. 

We  also  provided  20,900  outpatient  visits  at  county  hospitals  in 
fiscal  year  1988-89,  an  increase  of  24  percent  over  1987-88. 

The  largest  number  of  these  patients,  inpatients  and  outpatients, 
are  treated  at  the  Los  Angeles  County  University  of  Southern  Cali- 
fornia Medical  Center,  which  has  one  of  the  finest  AIDS  treatment 
programs  in  the  United  States.  These  increases  in  AIDS  inpatient 
and  outpatient  services  have  been  provided  by  a  public  hospital 
system  that  has  not  expanded  in  overall  bed  capacity.  The  increase 
in  inpatient  treatment  has  placed  further  demands  on  an  already 
overloaded  system. 


69 


In  September  1989,  we  opened  a  20-bed  dedicated  AIDS  ward  at 
Los  Angeles  County  University  of  California  Medical  Center.  We 
are  planning  to  open  an  expanded  AIDS  outpatient  clinic  with  the 
capacity  for  5,000  visits  each  month.  However,  these  new  facilities 
are  still  not  adequate  to  meet  the  projected  need. 

One  way  of  increasing  capacity  and  access  would  be  for  more  pri- 
vate hospitals  to  care  for  more  AIDS  patients.  Unfortunately,  the 
current  medical  reimbursement  rates  do  not  make  this  care  finan- 
cially feasible  for  many  private  hospitals.  I  might  add  that  it 
doesn't  make  it  very  feasible  for  private  physicians  either,  if  they 
are  going  to  take  Medi-Cal  patients. 

Unfortunately,  just  last  week  when  Governor  Deukmajian  came 
out  with  his  budget  it  indicated  we  are  not  going  to  see  any  change 
in  the  Medi-Cal  rates  for  different  types  of  services,  but  there  is  not 
even  going  to  be  a  cost  of  living  increase. 

We  have  sought  to  reduce  the  load  on  our  county  hospitals  by  de- 
veloping and  funding  alternatives  to  AIDS  inpatient  care.  Using  its 
own  resources,  Los  Angeles  County  has  funded  AIDS  home  health 
care  agencies  to  provide  necessary  services  such  as  attendant  care, 
which  Medi-Cal  does  not  reimburse.  This  has  enabled  us  to  dis- 
charge patients  who  do  not  require  a  longer  hospital  stay,  but 
would  not  be  able  to  maintain  themselves  at  home  without  this 
home  health  care.  Likewise,  we  have  funded  beds  at  residential 
hospice  facilities  in  the  county.  Here  the  Medi-Cal  reimbursement 
is  not  yet  available.  Our  county  expenditures  this  year  for  these 
two  areas  alone  is  $3.6  million.  Woefully  inadequate,  the  $3.6  mil- 
lion. 

The  key  to  this  area  is  reimbursement  and  funding.  If  adequate 
reimbursement  is  provided  for  patients  without  insurance,  there 
will  be  enough  capacity  to  handle  the  needs  in  the  next  5  years. 
Without  better  reimbursement,  capacity  and  access  issues  will  be 
critical. 

As  far  as  early  intervention  is  concerned,  despite  the  problems 
just  described  in  providing  health  care  for  those  with  HIV  infection 
who  are  ill  enough  to  require  care  in  hospitals  as  inpatient  or  out- 
patient, the  problems  confronting  us  in  providing  early  interven- 
tion treatment  are  enormous. 

The  efficacy  and  safety  of  early  intervention  have  been  demon- 
strated through  results  of  published  research.  Providing  early 
intervention  treatment  as  the  community  accepted  standard  of 
care  is  now  supported  by  the  Centers  for  Disease  Control,  the  Na- 
tional Commission  on  AIDS,  various  Medi-Cal  authorities,  and  the 
various  local  community  based  AIDS  organizations. 

Planning  for  early  intervention  services  in  Los  Angeles  County  is 
being  done  by  the  community  HIV  planning  council  in  its  prepara- 
tion of  the  new  HIV  3-year  strategic  plan.  The  draft  plan  estimates 
that  there  are  about  112,000  HIV  positive  individuals  currently  in 
Los  Angeles  County,  and  about  103,000  of  those  people  who  would 
benefit  from  early  intervention,  and  the  cost  of  doing  that  in  fiscal 
year  1990-91  for  all  people  in  Los  Angeles  County  would  be  $529 
million. 

If  you  take  one-third  of  that  for  the  county,  it  is  going  to  cost 
about  $199  million.  That  is  in  fiscal  year  1990-91.  In  1992-93,  it  is 
going  to  go  as  high  as  $226  million.  That  is  just  for  the  county  por- 
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tion,  for  the  one-third  portion  that  the  county  would  take  care  of. 
As  you  can  see,  these  numbers  are  staggering,  and  this  would  just 
be  taking  care  of  only  a  portion  of  what  we  need  to  be  taking  care 
of. 

I  want  to  emphasize  that  reimbursement  mechanisms  are  one 
area  that  can  be  tremendously  helpful  in  solving  this  problem,  or 
at  least  having  a  greater  impact  on  providing  services  to  people 
who  are  not  now  getting  them.  I  really  encourage  you  to  help  with 
some  funding  for  these  services.  Thank  you  very  much. 

[The  prepared  statement  of  Mr.  Frangenberg  may  be  found  at 
end  of  hearing.] 

Mrs.  Boxer.  Thank  you.  Any  questions,  Mr.  Congressman? 

Mr.  Beilenson.  One  previous  question  first  to  Mr.  Johnson,  if  I 
may,  just  to  get  your  advice  on  this.  Is  there  any  disagreement 
amongst  knowledgeable  people  who  are  concerned  with  AIDS  pre- 
vention and  treatment  about  the  usefulness  of  the  needle  exchange 
or  the  clean  needle  or  bleach  program,  or  are  there  legitimate  rea- 
sons why  we  should  not  have  such  things? 

Mr.  Johnson.  There  were  a  number  of  studies  presented  at  the 
recent  International  Conference  in  Montreal,  which  established 
quite  concretely,  for  the  first  time,  that  the  use  of  needle  exchange 
programs — which  I  want  to  point  out  is  quite  separate  from  the 
intervention  with  bleach  kits  and  condoms  that  we  are  talking 
about  here  in  the  city.  The  use  of  needle  exchange  programs  does 
effectively  reduce  the  spread  of  HIV  infection  without  increasing 
the  incidence  of  intravenous  drug  use.  So  we  have  very  clear  evi- 
dence that  we  can  buy  a  great  deal  of  AIDS  prevention  without 
having  a  negative  impact  on  the  drug  problem. 

I  think  it  is  significant,  for  example,  that  in  Louisiana  where 
there  is  no  restriction  on  the  purchase  of  clean  needles,  the  sero- 
prevalence  among  intravenous  drug  users  is  well  under  5  percent. 

Mr.  Beilenson.  So  there  should  be  no  real  argument  about  this 
issue  any  more? 

Mr.  Johnson.  The  argument,  frankly,  has  been  pretty  much  en- 
tirely a  political  argument.  There  is  really  no  health  or  medical  ar- 
gument around  this  to  my  knowledge. 

Mr.  Beilenson.  Thank  you  very  much. 

We  are  here  as  members  of  the  Budget  Committee,  so  let's  talk 
money  for  a  minute.  It  is  a  way  for  us  to  get  to  some  of  our  col- 
leagues who  might  not  be  so  compassionate  or  sympathetic,  be- 
cause among  many  other  things,  this  tragic  problem  is  costing  a  lot 
and  will  cost  a  lot  more  in  the  future. 

Among  the  useful  ways  we  can  politically  approach  it  is  to  try  to 
bring  down  the  costs  and  try  to  sell  our  colleagues  on  the  things  we 
should  be  doing  which  are  not  only  compassionate  and  useful  to 
human  beings,  but  also  in  the  long  run,  will  probably  cut  costs  by  a 
certain  amount. 

First  of  all,  let's  look  at  your  third  area  first — building  a  system 
of  care.  That  is  going  to  be  costly  no  matter  what  we  do.  But  I  sup- 
pose it  is  fair  to  say  that  whatever  we  do  any  improvements  in  sys- 
tems of  care  that  we  create  that  may  have  been  the  result  of  our 
concern  about  the  AIDS  problem,  will  be  of  use  to  people  with 
other  problems  as  well. 
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In  any  case,  we  have  a  huge  problem  which  is  not  going  to  go 
away  for  a  long,  long  time  at  best,  so  that  is  reason  enough  for  us 
to  be  involved.  Quite  clearly,  a  sizable  amount  of  money  is  needed 
for  this,  but  even  though  we  are  talking  about  large  potential  out- 
lays of  money,  if  we  do  it  correctly  we  will  also  save  money,  be- 
cause we  will  get  people  out  of  hospitals. 

So  it  is  costly,  but  is  is  a  good  deal  less  costly  to  do  it  right  than 
to  be  forced  to  hospitalize  people  if  we  don't  do  it.  Is  that  correct? 

Mr.  Johnson.  I  think  that  is  quite  correct.  Two  things  I  would 
point  out  around  that:  One  is  that  the  scarcity  of  the  resources, 
and  also  the  ingenuity  of  the  affected  communities,  has  forced 
people  to  develop  genuinely  new  solutions,  genuinely  new  alterna- 
tives to  hospitalization.  That  has  been  the  major  effect  certainly  in 
this  county  of  the  AIDS  crisis.  The  communities  have  had  to  come 
up  with  ways  to  care  for  people  more  cost  effectively  because  the 
money  hasn't  been  there. 

The  result  of  that  is  that  we  have  an  opportunity  to  invest  in 
those  cost  effective  alternatives  and  avoid  spending  in  a  very  short 
period  of  time  down  the  road,  many,  many  more  times  the  money 
caring  at  the  back  end  for  people  in  the  least  cost  effective  modali- 
ties. 

The  other  thing  I  would  point  out  is  that,  as  Bob  said,  we  now 
have  a  cooperative  partnership.  We  now  have  a  county-city  commu- 
nity partnership  that  is  in  place  that  has  been  working  together, 
that  has  captured  that  ingenuity  of  innovation  and  expertise  in  the 
community,  and  it  is  ready  to  take  a  massive  infusion  of  disaster 
type  aid  and  spend  it  in  the  ways  that  are  the  most  effective. 

I  am  not  sure  I  could  tell  you  off  the  top  of  my  head  how  many 
dollars  we  should  spend  on  capital  investment  in  residential  and 
how  many  dollars  we  should  spend  on  early  intervention  and  AZT, 
though  we  know  what  the  scope  is,  but  I  can  tell  you  that  we  have 
the  partnership  in  place  to  make  that  determination  better  than  it 
could  possibly  be  determined  in  any  other  way. 

Mr.  Beilenson.  And  you  do  knov/  how  to  wisely  spend  money 
that  might  be  available  for  you  to  build  a  system  of  alternative 
care? 

Mr.  Johnson.  Absolutely. 

Mr.  Beilenson.  Again,  going  back  to  early  intervention,  you 
made  the  point  clearly  that  we  are  here  talking  about  something 
we  should  be  doing,  of  course,  but  also  something  which  will  save 
us  10  or  20  times  the  amount  of  money  we  will  have  to  spend  on 
these  people  if  we  delay  helping  them  at  an  earlier  stage. 

Mr.  Johnson.  That  is  right. 

Mr.  Beilenson.  So  we  can  make  the  case  with  great  clarity  that 
we  will  be  saving  money  by  spending  money  up  front  with  earlier 
intervention? 

Mr.  Johnson.  I  think  we  can  offer  concrete  examples  of  that.  For 
example,  if  I  were  a  Medi-Cal  patient,  you  can  either  spend  $100  a 
month  now  giving  me  aerosolized  pentamidine  or  spend  $20,000  on 
my  first  hospitalization  with  Pneumocystis  pneumonia.  That  is  the 
scale  we  are  talking  about.  You  can  spend  a  few  hundred  dollars  a 
month  giving  me  AZT  now  and  $100  or  so  testing  my  T-cells  every 
60  days;  or  you  can  spend  tens  of  thousands — in  a  lifetime  upwards 
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of  $100,000 — hospitalizing  me  over  and  over  to  treat  me  at  the  back 
end  for  the  disease. 

Mr.  Beilenson.  However,  if  I  may,  you  did  point  out  we  are  talk- 
ing about  delaying  problems  here,  although  we  are  of  course  hope- 
ful there  will  be  some  cures. 

Mr.  Johnson.  I  think  there  is  a  fair  amount  of  evidence  we  have 
drugs  in  the  pipeline  if  we  can  buy  this  time  that  will  prevent — 
that  will  delay  it  long  enough  that  a  lot  of  people  will  be  saved. 

Mr.  Beilenson.  Do  we  yet  know?  We  are  talking  about  people,  I 
guess,  who  have  had  the  problem  for  a  period  of  time. 

Obviously,  intervention  later  on  is  less  effective  than  early  inter- 
vention. Do  we  have  any  evidence  that  truly  early  intervention  af- 
fects a  cure,  at  least  to  the  extent  that  it  delays  interminably  the 
onset  of  the  symptoms  of  the  disease  itself? 

Mr.  Johnson.  No;  I  would  have  to  report  unfortunately  that  is 
not  the  case.  We  have  one  approved  therapy  that  is  an  antiviral 
therapy  which  is  AZT.  While  we  know  it  greatly  delays  the  deterio- 
ration of  the  immune  system  and  we  know  it  is  largely  responsible 
for  this  illusory  leveling  off  of  AIDS  diagnosis,  the  reality  is  that 
people  on  AZT,  albeit  slowly,  are  continuing  to  progress. 

Mr.  Beilenson.  Do  you  know  that  that  would  be  the  case  even  if 
there  was  truly  early  intervention  with  AZT? 

Mr.  Johnson.  We  do  not  have  a  lot  of  data  where  people  have 
been  started  early.  From  my  own  experience  and  from  the  experi- 
ence of  people  I  know  that  initiated  AZT  IVt.  years  ago,  the  reality 
is  symptoms  have  been  delayed.  The  clinical  picture  is  a  lot  better. 
The  immune  system  deterioration  continues,  just  more  slowly. 

We  also  see  that  AZT  appears  to  have  a  useful  life  of  about  a 
year  or  two,  when  the  virus  becomes  resistant  to  it.  That  points  up 
the  urgency  of  accelerated  development  of  additional  therapy. 

Mr.  Beilenson.  Let  me  ask  about  what  you  finally  talked  about, 
prevention.  Do  we  need  to  spend  a  huge  amount  of  money?  We 
could  do,  obviously,  a  better  job  than  we  have  been  doing. 

Mr.  Johnson.  That  is  correct. 

Mr.  Beilenson.  That  doesn't  necessarily  require  a  huge  amount 
of  money? 

Mr.  Johnson.  No;  certainly  if  you  are  talking  about  relative  to 
making  a  capital  investment  in  the  health  services  infrastructure, 
early  intervention,  medical  therapies,  it  is,  relatively,  considerably 
less  money.  Although  certainly  we  need  an  investment  of  funds, 
what  we  really  need  is  an  investment  of  honesty  and  an  invest- 
ment of  commitment  to  stop  manipulating  the  information. 

Mr.  Beilenson.  Your  point  is  that  if  we  were  to  spend  the  funds 
we  currently  have  for  prevention  more  wisely  and  honestly,  they 
could  be  more  effectively  spent  than  they  currently  are? 

Mr.  Johnson.  Again,  I  think  there  is  a  real  scarcity  of  funds  for 
prevention.  What  has  happened  with  prevention  dollars  in  terms  of 
the  Federal  dollars  is  there  has  tended  to  be  a  belief  that  the  crisis 
is  over  among  gay  men,  and  gay  people  of  color  simply  don't  exist 
and  have  never  existed.  Now  we  have  to  start  talking  about  more 
politically  popular  groups  such  as  talking  about  heterosexual 
youth. 

It  is  critical  to  do  honest  AIDS  prevention  among  heterosexual 
youth.  There  has  been  a  tendency  again  pitting  people  against  each 
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other  to  pull  dollars  out  of  the  high-risk  groups  and  put  them  in 
lower-risk  groups.  In  reality,  we  need  to  fund  both.  In  reality,  the 
funding  is  by  no  means  adequate.  I  think  the  problem  has  been  a 
genuine  misunderstanding  of  who  is  at  risk  and  continues  to  be  at 
risk. 

Mr.  Beilenson.  Can  you  tell  us  more  about  that? 

Mr.  Johnson.  One  of  the  key  problems  that  exists  is  this  illusion, 
which  is  particularly  preposterous  in  Los  Angeles,  that  people  with 
AIDS  are  either  white  gay  men  or  people  of  color  who  shoot  IV 
drugs.  The  reality,  of  course,  in  Los  Angeles  is  that  the  majority  of 
people  of  color  with  AIDS  are  gay  or  bisexual  men.  The  majority  of 
people  of  color  with  AIDS  are  gay  and  bisexual  men.  There  has 
been  a  mythology  that  there  is  no  such  thing  as  gay  men  of  color 
and  there  has  never  been  a  priority  in  terms  of  funding  or  permis- 
sion to  use  funds  for  the  primary  prevention  needs  of  gay  men  of 
color. 

There  is  also  a  sense  in  terms  of  funding  for  gay  men  in  general, 
well,  gay  men  have  all  changed  their  behavior;  we  don't  have  to 
worry  about  that.  That  is  just  not  the  case. 

In  the  case  of  the  other  major  area  of  risk,  which  is  intravenous 
drug  users,  there  has  been  a  total  reluctance  to  take  the  steps 
needed. 

Mr.  Beilenson.  Obviously,  it  is  difficult,  I  suppose,  to  get  to  such 
people. 

Mr.  Frangenberg.  If  I  can  mention,  prevention — the  other  costs, 
the  early  intervention,  the  treatment,  the  alternatives  to  inpatient 
care  are  very  expensive.  We  can  put  big  dollar  price  tags  on  them. 

Prevention  is  really  the  way  we  can  limit  those  numbers,  be- 
cause if  we  can  prevent  the  disease  in  the  first  place,  obviously 
that  is  what  we  want  to  do.  That  saves  human  misery  as  well  as 
the  costs  that  are  involved  with  the  treatment. 

Mr.  Beilenson.  Let's  stay  on  that  for  a  minute,  if  we  may.  We 
are  talking  in  generalities.  You  have  been  involved  with  these  pro- 
grams. All  I  know  is  it  makes  sense  in  my  mind  to  spend  money  for 
prevention  education.  I  don't  have  any  real  understanding  of  what 
specifically  one  does  with  whatever  scarce  dollars  are  made  avail- 
able to  whatever  groups  you  might  represent  or  other  groups  that 
you  use  for  prevention. 

What  do  you  do  with  whatever  money  you  are  given?  How  do 
you  get  to  people?  What  means  of  communication  do  you  use? 
What  ways,  which  we  haven't  used  enough  of  in  the  past,  should 
we  be  using  so  when  we  go  back  and  tell  our  colleagues  we  need 
more  money  for  intervention  treatment,  we  can  also  tell  them  that 
we  can  save  an  enormous  amount  of  human  suffering  and  huge 
costs  to  boot? 

Quite  obviously,  preventing  this  in  the  first  place — this  is  what 
we  need.  We  need  money  to  do  A,  B,  C,  and  D  which  we  haven't 
been  doing  enough  of  or  haven't  been  doing  very  well.  What  are  A, 
B,  C,  and  D? 

Mrs.  Boxer.  Will  the  gentleman  yield?  I  would  say  this  panel  is 
going  to  answer  that  as  well  as  the  one  coming  up  which  are  the 
community  groups  who  are  really  out  there  trying  to  help  those 
targeted  populations. 
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Mr.  Frangenberg.  It  is  just  very  important  for  us  to  do  a  whole 
host  of  different  kinds  of  things,  because  different  people  are 
reached  by  different  modalities  and  by  different  individuals. 

As  you  mentioned,  the  communities  that  are  most  affected  are 
the  best  people  to  be  out  giving  the  message  as  to  how  to  prevent 
the  disease.  There  needs  to  be  some  general  kinds  of  messages  in 
front  of  the  public  frequently,  but  there  needs  to  be  targeted  mes- 
sages given  to  particular  groups  of  people  who — youth,  for  example; 
gay  men  of  color.  They  are  pretty  clear.  We  know  where  the  dis- 
ease is. 

Mr.  Beilenson.  Do  you  know  how  to  get  to  such  groups? 

Mr.  Frangenberg.  We  know  some  ways  of  getting  to  them,  cer- 
tainly. Sometimes — it  can  range  all  the  way  from  telling  somebody 
how  the  disease  is  transmitted  and  they  may  very  well  change 
their  behavior  based  on  that  information.  That  wouldn't  be 
common,  but  it  certainly  has  happened.  That  is  for  sure. 

But  it  also  can  take  some  longer  involvement  and  longer  inter- 
vention: Psychotherapy,  perhaps;  support  groups;  12-step  programs. 
There  are  all  kinds  of  possibilities.  The  wide  range — I  don't  think 
we  have  even  thought  of  all  the  creative  ways  of  doing  it  yet. 

Certainly  there  are  ways  that  are  effectively  happening  now.  For 
example,  I  know  one  statistic  from  when  I  was  in  the  Bay  Area,  in 
one  year  the  STD  rate  for  GC,  anal  GC  in  San  Francisco  dropped 
66  percent.  That  was  due  largely  to  the  community  getting  the 
word  out  about  how  the  virus  is  transmitted. 

Mr.  Johnson.  I  think  specifically  to  answer  your  question  is  that 
as  government,  we  don't  know  how  to  get  to  all  of  the  high-risk 
groups,  but  we  know  who  does.  The  people  who  do  are  at  the  table. 
The  people  who  do  are  the  people  who  are  going  to  testify  after  us. 

These  are  the  people  who  have  the  credibility  and  the  expertise 
to  know  how  you  do  street  outreach  to  intravenous  drug  users  in 
McArthur  Park;  how  you  most  effectively  reach  gay  men  of  color. 
Those  are  the  groups  that  are  really  capable  and  need  to  be  em- 
powered to  carry  that  message. 

Part  of  what  has  been  difficult  politically  about  this  is,  the  reali- 
ty is  if  you  want  to  stop  the  spread  of  this  virus  you  have  to  tell 
people — you  don't  just  tell  people  the  clinical  details  of  how  the 
virus  is  spread — how  to  be  sexual  without  spreading  the  virus,  if 
they  choose  to  be  sexual.  You  have  to  tell  people  how  to  clean  nee- 
dles and  not  spread  the  virus,  even  if  they  are  not  yet  willing  to 
enter  drug  treatment,  which,  of  course,  is  not  available  anyway. 
Those  are  the  kinds  of  things  you  have  to  do. 

The  people  that  have  to  do  that  are  the  people  with  the  credibil- 
ity and  the  access  to  the  populations.  Those  are  who  need  to  be 
funded.  We  are  all  in  clear  agreement  on  that. 

Mrs.  Boxer.  I  just  might  make  a  comment.  I  think  we  have  an 
opportunity  with  the  IV  drug  abuser  we  never  have  had  before.  If 
we  fund  these  community  groups,  it  is  possible  to  get  the  message 
across  about  not  using  drugs  and  we  should  have  treatment  on 
demand. 

I  think  your  point  is  well  taken.  It  would  be  ironic  to  go  out 
there,  give  people  the  message  about  how  they  shouldn't  use  drugs 
and  also  teach  them  if  they  do,  how  to  clean  the  needles;  and  then 
they  say  we  are  ready,  and  there  is  a  6-month  wait.  So  you  are 
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right  in  stressing  the  reality.  We  have  to  deal  with  the  situation  as 
it  is  and  work  to  change  it;  but  we  have  an  epidemic.  We  have  to 
deal  with  it  as  it  is. 

Mr.  Beilenson.  I  have  one  more  question.  I  want  to  ask  about 
two  generalities  one  picks  up  from  the  press.  One  I  mentioned  ear- 
lier, that  is  that  the  hardest  group  to  get  to — well,  you  answered 
the  question.  The  hardest  group  to  get  to  obviously,  a  group  which 
has  a  lot  of  different  components,  are  the  IV  drug  users,  because  it 
is  less  obvious  who  they  are.  Is  that  right? 

Mr.  Johnson.  I  am  not  sure  that  it  is  really  relevant  to  discuss 
whether  IV  drug  users  are  harder  to  get  to.  It  has  been  harder  po- 
litically to  get  effective  intervention  tools  to  reach  IV  drug  users; 
although  the  reality  is  of  course  it  is  a  difficult  population  to  reach. 

We  have  agencies,  as  part  of  a  total  intervention  effort  that  have 
been  doing  street  outreach  with  the  intent  of  getting  people  off 
drugs.  These  are  people  who  see  this  as  part  of  a  total  intervention 
package.  We  have  people  that  know  how  to  reach  that  population. 
That  is  not  the  issue. 

Mr.  Beilenson.  Okay;  I  am  learning  some  things.  How  about 
white  gay  men?  On  the  whole,  is  it  true  that  amongst  that  group  of 
people  there  is  pretty  widespread  knowledge  now  about  preventive 
means,  and  that  because  of  that,  the  incidence  of  additional  cases  is 
less,  a  good  deal  less? 

Mr.  Johnson.  There  are  a  couple  of  things  we  need  to  say  about 
that.  One  is  that  probably  relatively,  there  is  better  disseminated 
information  among  white  gay  men  than  among  other  groups  due  to 
the  efforts  of  the  indigenous  community  to  spread  that  informa- 
tion. As  a  result  of  that,  we  are  probably  seeing  far  less  new  infec- 
tion among  white  gay  men. 

I  would  point  out  that  new  infection  is  an  irrelevant  concept  to 
what  we  are  discussing  in  terms  of  early  intervention  and  building 
a  system  of  care.  A  decline  today  in  new  infection  will  benefit  us  in 
about  1997.  It  is  not  the  issue  we  are  really  facing.  We  are  dealing 
with  who  is  already  infected. 

Mr.  Beilenson.  It  is  not  irrelevant  to  prevention. 

Mr.  Johnson.  That  is  true.  I  would  point  out  an  additional  prob- 
lem. In  spite  of  the  growing  reports  of  the  demise  of  HIV  infection 
among  white  gay  men,  we  are  seeing  recidivism.  We  are  seeing 
people  turn  to  unsafe  practices  because  of  the  media  myth  that  the 
epidemic  is  over  and  because  people  thinking  the  cure  is  on  the  ho- 
rizon and  because  we  have  not  had  the  funding  to  continue  what 
we  need  to  do,  which  is  to  reinforce  safer  sexual  practices. 

Mr.  Beilenson.  Is  it  not  true  among  those  groups  at  risk  that 
white  gay  men  are  better  educated  to  the  preventive  means — the 
means  of  preventing  the  incidence  in  the  first  place  than  the  other 
groups? 

Mr.  Johnson.  I  think  in  terms  of  access  to  information  and  to 
health  care,  white  gay  men  have  generally  had  better  access  and 
better  information. 

Mr.  Beilenson.  Let  me  try  one  other  way.  Do  you  need  a  lot  of 
additional  Federal  or  other  funds  for  preventive  programs  aimed  at 
white  gay  men? 

Mr.  Johnson.  Absolutely. 

Mr.  Beilenson.  Okay. 
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Mr.  Frangenberg.  You  talked  about  the  drug  treatment  on 
demand.  Not  only  do  we  not  have  treatment  on  demand  now,  but 
again  Governor  Deukmejian's  budget  cuts  $32  million  out  of  our 
drug  treatment  program  in  Los  Angeles  County  and  some  20-odd 
million  dollars  of  our  alcohol  program.  We  are  not  there  yet.  We 
are  certainly  not  there  now.  If  those  kinds  of  things  happen,  we  are 
not  going  to  be  closer. 

Mr.  Beilenson.  Is  that  a  decrease  from  last  year's  levels? 

Mr.  Frangenberg.  Yes,  it  is. 

Mr.  Beilenson.  Thank  you,  Madam  Chairwoman. 

Mrs.  Boxer.  I  just  wanted  to  thank  this  panel  very  much  and  to 
say  that  Dave  Johnson  is  living  proof  of  why  we  need  early  inter- 
vention. We  can't  afford  to  lose  people  like  Dave  Johnson  helping 
us  fight  this  epidemic.  Thank  you  both  for  coming. 

It  is  my  pleasure  to  call  to  the  table  the  people  you  want  to  ask 
how  to  do  this  prevention,  Corrine  Sanchez,  executive  director  of  El 
Provecto  Del  Barrio;  Stephen  Bennet,  CEO,  AIDS  Project  Los  Ange- 
les; and  Gil  Gerald,  executive  director,  Minority  AIDS  Project. 

Welcome.  We  are  happy  to  have  you  all  here.  This  is  our  last 
panel.  We  are  very  pleased  that  you  are  here.  The  title  of  the  panel 
is  Services  at  the  Local  Level:  Straining  Under  Client  Demand  and 
the  Urgency  of  Impact  Aid.  We  will  start  with  you,  Ms.  Sanchaz. 

STATEMENT  OF  CORRINE  SANCHEZ,  EXECUTIVE  DIRECTOR,  EL 
PROVECTO  DEL  BARRIO 

Ms.  Sanchez.  I  am  honored  to  be  here  before  this  distinguished 
task  force.  I  feel  even  more  honored,  I  am  the  only  woman. 

I  am  representing  two  entities:  One,  of  course,  the  corporation  I 
am  the  executive  director  of,  El  Provecto  Del  Barrio.  It  has  been  in 
existence  20  years  and  does  drug  free  outpatient  treatment,  youth 
services,  employment  training  and  also  AIDS  education  prevention. 
We  are  now  looking  into  primary  health  care  clinic  and  prenatal 
services  for  Latinos  and  blacks  particularly  in  the  San  Fernando 
Valley. 

I  am  also  honored  to  represent  the  Regional  Latino  Consortium 
on  AIDS  which  is  comprised  of  45  nonprofit  agencies  in  southern 
California  who  are  doing  AIDS — various  services  in  the  AIDS  area 
but  also  health-related  services.  That  organization  is  made  up  of 
executives  throughout  southern  California.  Its  main  thrust  of 
course  is  reducing  the  incidence  of  AIDS  particularly  among  La- 
tinos and  other  people  of  color. 

I  am  also  the  second  vice  president  to  the  California  Association 
of  Alcohol  and  Drug  Executives  in  southern  California  and  recently 
we  have  been  very  involved  with  establishing  a  committee  on 
AIDS,  particularly  as  it  affects  IV  drug  users. 

With  that,  my  testimony  is  very  brief  and  very  to  the  point  in 
terms  of  the  concerns  that  we  feel  face  our  groups  and  population. 
I  have  tried  to  be  very  succinct  in  saying  I  think  the  stats  are 
pretty  vivid  and  clear  to  everyone  here. 

No.  1,  we  find,  as  you  know  there  is  an  increase  among  the  mi- 
nority populations.  I  use  minority  carefully.  We  really  are  not 
going  to  be  a  minority  in  particularly  California,  talking  about  Chi- 
canes and  blacks  in  particular. 
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Second,  there  is  a  larger  increase  of  the  spread  of  AIDS  through 
needle  sharing  and  unprotected  sex,  as  was  discussed  earlier.  Also, 
we  know  more  minority  children,  people  of  color,  are  being  born 
with  AIDS.  That  is  a  tragic  situation. 

Also,  it  has  been  stated  there  is  a  lack  still  of  culturally  appro- 
priate AIDS  education  prevention  materials  and  services  for  people 
of  color. 

Fifth,  there  is  still  an  absence  from  the  national  level  for  a  plan 
that  strategizes  approaches  in  combatting  AIDS  particularly  in  the 
people-of-color  community. 

And  it  is,  more  specifically,  as  was  earlier  discussed,  the  issue  of 
direct  education  kits  as  we  call  them  in  our  county,  but  we  are 
talking  about  specifically  condom  distribution,  bleach  and  water, 
and  also  consideration  of  needle  exchange. 

I  guess  lastly,  I  stress  the  need  for  more  funding  to  go  not  only  to 
community-based  organizations  for  their  people  running  them,  but 
also  alcohol  and  drug  programs.  There  is  still  a  denial,  a  lack  of 
energy  and  services  by  drug  and  alcohol  programs  as  to  how  seri- 
ous AIDS  is  among  our  population. 

The  recommendations  we  make  today  before  you  that  you  take 
into  considerations  in  terms  of  an  Federal  strategy  is  that  there  be 
an  increased  dollar  amount  for  programs  for  minority  programs  for 
people  of  color,  not  only  an  increased  amount,  a  one-shot-type  fund- 
ing, but  it  be  looked  at  as  a  planning  process,  a  3-year  multi-year 
funding  program  operation. 

You  are  talking  about  a  whole  new  area  of  service  for  many  of 
us;  not  in  terms  of  our  community,  we  know  our  community,  but 
the  whole  education  process  in  our  community  in  terms  of  AIDS 
needs  not  only  to  be  established  by  us  as  service  providers,  but  how 
effective  are  we  in  delivering  the  services.  That  takes  time. 

Secondly,  I  strongly  encourage  that  a  national  policy  come  down 
similar  to  Koop's  report  and  more  strenuously  encouraging  that 
there  be  collaboration.  I  know  Dave  Johnson  and  Bob  Frangenberg 
mentioned  there  is  coordination  going  on.  I  can't  emphasize  that 
enough  among  the  various  entities  of  government  and  private  and 
community  organizations.  It  is  a  problem  that  affects  us  all.  It  is 
not  just  high-risk  populations.  It  is  our  people  in  this  country. 

Thirdly,  that  I  would  hope  that  hearings  like  this  continue  annu- 
ally, particularly  to  focus  on  people  of  color  and  it  be  more  open  so 
there  is  a  larger  participation  or  maybe  there  are  more  hearings.  I 
know  the  time  is  very  limited  today. 

Also,  I  strongly  stress  culturally  appropriate  materials.  We  are 
still  needing  not  just  linguistically  culturally  sensitive,  but  pictori- 
al, something  illustrated  they  can  look  at  and  understand  through 
pictures.  There  are  still  a  lot  of  illiterate  people  in  our  community, 
particularly  people  coming  from  other  countries  into  California, 
southern  California,  the  Southwest  United  States. 

I  stated  earlier  there  was  a  real  need  to  collect  data  from  us 
doing  the  street  outreach,  from  us  doing  our  prevention  education 
services.  There  still  is  a  lack  of  data  to  the  effectiveness  that  we 
are  having;  and  I  think  that  is  important,  not  that  we  become  re- 
search programmers — that  is  not  my  motive  here — but  that  we  also 
analyze  and  look  at  how  effective  we  are  on  the  streets  and  with 
our  community. 
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There  is  a  need  for  formal  mechanisms  that  collaborate  various 
entities  to  work  together  on  this  problem;  and  lastly,  there  is  a 
need  for  a  collaborative  and  coordinated  referral  system. 

Once  we  are  out  on  the  streets,  that  we  are  able  to  refer  these 
people,  our  people  to  not  only  STD  clinics,  prenatal  service,  drug 
treatment,  but  also,  of  course,  to  anonymous  testing  sites  and  AIDS 
services. 

There  is  still  an  isolation  of  many  in  our  community  in  terms  of 
reaching  out  to  governmental  services,  in  particular  something  this 
sensitive.  I  am  talking  about  a  definite  resistance,  ignorance  of  dis- 
cussing sexual  kinds  of  things  and  being  able  to  change  those  kinds 
of  cultural  patterns  or  behaviors  that  are  contributing  to  the  prob- 
lem. 

It  has  been  stated  earlier  that  the  waiting-list  moneys  coming 
from  the  Federal  and  needs  to  be  increased  and  reinforced,  that 
once  these  people  are  referred  to  treatment,  they  can  be  seen.  So 
that  is  very  important.  And  the  whole  issue  of  adolescent  and  chil- 
dren being  born  with  AIDS  needs  to  be  looked  at  as  the  next  wave 
of  AIDS  epidemic,  seriously  putting  money  into  that  area. 

That  is  my  testimony. 

[The  prepared  statement  of  Ms.  Sanchez  may  be  found  at  end  of 
hearing.] 

Mrs.  Boxer.  Gil  Gerald,  welcome. 

STATEMENT  OF  GILBERTO  GERALD,  EXECUTIVE  DIRECTOR, 
MINORITY  AIDS  PROJECT 

Mr.  Gerald.  Hello.  Hon.  Barbara  Boxer,  Mr.  Beilenson,  I  am  Gil- 
berto  Gerald,  executive  director  of  the  Minority  AIDS  Project  and 
secretary  of  the  Board  of  the  National  Minority  AIDS  Council.  I  ap- 
preciate the  opportunity  to  present  testimony  regarding  the  need 
for  Federal  support  for  early  intervention  for  HIV  disease  and 
impact  aid /disaster  relief  to  cities  and  regions  with  high  incidence 
of  HIV  disease. 

The  more  than  500  AIDS  diagnosed  clients  that  we  have  served 
at  the  Minority  AIDS  Project  includes  92  percent  from  racial  and 
ethnic  communities.  Fifty-seven  percent  of  our  clients  are  black 
and  31  percent  are  Latino.  Forty-three  percent  of  our  Latino  clients 
are  undocumented.  They  are  otherwise  referred  to  as  illegal. 

Persons  with  AIDS  from  racial  and  ethnic  communities  repre- 
sent the  fastest  growing  segment  of  the  AIDS  diagnosed  population 
both  nationally  and  locally.  Clearly,  in  terms  of  whom  we  serve, 
our  agency  provides  important  perspectives  on  the  future  of  AIDS 
prevention  and  care. 

In  our  experience  it  is  very  difficult  to  separate  out  and  highlight 
the  need  for  early  intervention  over  the  need  for  primary  AIDS 
education  and  prevention.  The  success  of  early  intervention  will 
depend  to  a  great  extent  on  primary  prevention  programs  which 
affect  community  and  individual  knowledge,  attitudes,  beliefs  and 
behaviors  regarding  HIV  and  preventive  health  care  in  general. 

Without  expanded  primary  prevention  programs  for  HIV  disease 
that  include  education  about  the  HIV  test,  are  culturally  specific, 
linguistically  appropriate,  and  based  in  organizations  like  MAP 
with  access  to  the  effected  populations,  individuals  will  continue  to 


79 


present  themselves  at  emergency  rooms  at  an  advanced  stage  of 
their  health  condition  rather  than  when  early  medical  intervention 
is  called  for.  Once  again,  racial  and  ethnic  communities  will  not  ex- 
perience the  benefits  of  medical  advances. 

The  AIDS  crisis  within  racial  and  ethnic  communities  occurs 
within  the  context  of  socioeconomic  conditions  and  that  have  led  to 
a  continuation  of  significantly  poorer  health  statistics  for  our  com- 
munities, whether  we  speak  about  cancer,  heart  disease,  and  so  on 
and  so  on. 

Our  case  managers  report  that  at  intake  our  AIDS  diagnosed  cli- 
ents demonstrate  a  significant  lack  of  knowledge  about  AIDS,  gen- 
eral health  care,  or  available  programs.  They  are  an  obvious  indi- 
cation that  primary  AIDS  prevention  programs  specifically  target- 
ed for  these  populations  are  critically  needed  to  impact  knowledge, 
attitudes,  beliefs,  and  behaviors  relating  to  AIDS  and  preventive 
health  care  in  general.  Again  we  are  talking  about  behaviors  that 
transcend  the  AIDS  crisis,  that  deal  with  the  whole  issue  of  health 
care  in  our  communities. 

There  is  no  economy  in  shifting  resources  from  primary  preven- 
tion to  care  and  treatment.  I  want  to  underscore:  We  need  more 
resources  for  both.  Impact  aid/disaster  relief  for  Los  Angeles  would 
have  to  recognize  that  primary  AIDS  prevention  programs  impact- 
ing on  racial  and  ethnic  communities  are  far  more  recent  in  their 
development  than  those  that  have  targeted  the  mostly  white  gay 
male  community  where  resources  for  primary  prevention  are  still 
needed,  as  you  should  hear. 

Programs  targeting  the  white  gay  male  community  have  demon- 
strated their  success  in  altering  behaviors  and  reducing  the  rate  of 
new  infections.  It  must  be  remembered,  however,  that  they  have 
been  in  place  for  six  to  eight  years  in  some  cases.  There  is  docu- 
mented evidence  that  recidivism  is  enough  of  a  real  concern  to  also 
justify  continuing  those  efforts  rather  than  cutting  them  back. 

Successes  in  the  white  gay  male  population  cannot  be  used  as  a 
justification  to  relax  our  educational  efforts,  especially  where  they 
are  just  getting  under  way.  We  are  very  concerned  that  there  al- 
ready is  a  precedent  for  shifting  prevention  dollars  to  care  even  as 
racial  and  ethnic  communities  struggle  to  inform  and  educate 
those  at  risk. 

Recent  published  reports  from  the  CDC,  suggesting  that  the 
early  estimates  of  the  infected  population  in  the  United  States 
were  too  high,  sent  shudders  through  our  community  precisely  be- 
cause they  could  justify  a  reduction  in  educational  efforts.  They 
could  be  used  as  an  argument  to  reduce  the  educational  efforts. 

Such  reports  fail  to  highlight  the  reality  that  specific  racial  and 
ethnic  populations  are  continuing  to  evidence  dramatic  increases  in 
the  number  of  diagnosed  AIDS  cases.  It  would  be  business  as  usual 
for  the  Federal  Government  to  relax  on  primary  AIDS  prevention 
just  when  the  threat  to  racial  and  ethnic  communities  is  increas- 
ing. 

Furthermore,  our  experience  shows  that  community-based  pro- 
grams in  racial  and  ethnic  communities  cannot  rely  as  heavily  on 
the  volunteer  driven  model.  Our  programs  need  relatively  more  re- 
sources. 
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In  a  community  where  unemployment  and  underemployment  are 
more  significant  factors,  incentives  such  as  stipends  for  volunteers 
to  supplement  income  or  resources  to  employ  community  outreach 
workers  are  critically  needed.  Impact  aid/disaster  relief  will  re- 
quire a  significant  primary  prevention  component  to  address  un- 
derserved  populations  and  address  the  need  for  sustained  behavior 
change  for  all  individuals  at  risk  regardless  of  ethnic  or  racial 
background  or  sexual  orientation. 

Having  underscored  the  need  for  continuing  primary  prevention 
efforts,  I  would  like  to  add  the  following  points  to  what  others  have 
stated  about  the  need  for  Federal  support  for  early  intervention 
programs. 

Early  intervention  must  go  beyond  the  issue  of  the  medical  inter- 
vention and  covering  the  cost  of  new  drug  treatments  such  as  AZT 
and  others  that  are  hopefully  in  the  pipeline.  HIV  disease,  in  a 
sense,  is  also  itself  an  opportunistic  disease. 

Our  clients  need  treatment  and  counseling  for  a  whole  host  of 
social,  legal,  mental  health,  drug  use,  environmental  and  economic 
issues  in  addition  to  their  HIV-related  health  condition. 

Their  ability  to  respond  to  early  medical  intervention  and  lead 
healthier  and  more  productive  lives  is  also  dependent  on  the  sup- 
port they  receive  in  addressing  some  or  all  of  these  other  underly- 
ing issues  they  face.  Early  intervention  will  also  mean  that  case 
managers  will  be  dealing  with  this  issue  in  their  clients  at  an  earli- 
er stage  of  the  disease. 

Community-based  case  management  services,  mental  health  serv- 
ices and  financial  assistance  programs  are  currently  stretched  to 
the  limit  addressing  those  who  are  diagnosed  with  full-blown  AIDS. 

Los  Angeles  is  an  HRSA  demonstration  site.  We  are  looking  at 
the  possibility  of  a  net  reduction  in  resources  for  case  management 
next  year.  These  programs  have  to  be  vastly  expanded  to  handle 
the  increased  number  of  clients  being  served. 

It  would  be  dangerous  and  counterproductive  to  induce  and 
seduce  people  into  taking  the  HIV  test  and  then  not  provide  them 
with  the  support  and  services  they  need  to  deal  with  their  HIV- 
positive  diagnosis. 

Mrs.  Boxer.  Thank  you  very  much.  Mr.  Bennet. 

STATEMENT  OF  STEPHEN  BENNET,  CEO,  AIDS  PROJECT  LOS 

ANGELES 

Mr.  Bennet.  I  am  going  to  be  kind  of  a  clean-up  hitter  in  a  way 
because  there  are  things  we  have  discussed  I  would  specifically  like 
to  bring  up. 

As  I  prepared  to  come  today  and  talk  to  some  of  my  associates,  it 
occurred  to  me  that  with  the  type  of  leadership  we  are  receiving 
out  of  the  Bush  administration,  the  type  of  leadership  we  were  get- 
ting out  of  the  Deukmejian  administration  in  the  State  of  Califor- 
nia, as  well  exhibited  in  his  budget  this  year,  and  with  the  worse 
than  pathetic  job  the  County  Board  of  Supervisors  have  done  in 
Los  Angeles  County,  to  have  you  folks  come  to  Los  Angeles  to  talk 
to  us,  we  are  very  happy  and  very  pleased  to  know  of  your  interest 
and,  of  course,  we  know  of  Mr.  Beilenson's  interest,  being  our  local 
Congressman. 
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I  want  to  talk  about  some  of  the  things  that  are  impacting  us  in 
a  very  specific  way  in  running  organizations  in  the  community  to 
do  something  for  the  folks  who  are  suffering  today.  Part  of  it  has  to 
do  with  education  and  prevention.  I  mainly  want  to  talk  to  serv- 
ices. 

But  an  incident  that  arose  in  my  mind,  how  important  and  what 
a  weak  job  has  been  done  in  educating  the  public,  I  have  a  7-year- 
old  daughter.  She  is  a  second-grader  at  Sherman  Oaks  Elementary. 
She  is  one  of  my  AIDS  advocates  out  there.  She  shared  with  some 
of  the  kids  at  school  last  Thursday  what  her  daddy  did  for  a  living. 
They  were  talking  about  "my  mommy's  an  attorney,  my  father  is  a 
banker." 

My  daughter  is  very  attractive,  good  social  skills.  Within  about 
12  minutes  they  had  her  against  the  wall  and  were  throwing  rocks 
at  her.  Where  do  kids  get  those  images?  From  parents.  Sherman 
Oaks  is  not  one  of  our  more  deprived  communities.  It  was  amazing 
to  me  once  again. 

I  also — that  weighs  heavily  on  my  heart,  trying  to  work  in  this 
field.  In  addition  to  that,  what  has  happened  to  us  in  the  last  few 
weeks  here  in  Los  Angeles,  I  don't  know  exactly  how  to  underline 
them  enough  and  tell  you  what  is  changing  in  Los  Angeles.  But 
starting  in  early  December,  we  always  get  ready  for  holidays  from 
hell  because  they  are  tough  on  people  who  are  sick.  They  are  tough 
on  people  who  are  alone  and  being  discriminated  against. 

Usually  we  feel  some  impact  after  the  holidays,  the  first  week  of 
December  the  death  rate  of  our  clients  jumps  300  percent.  We  don't 
know  why  yet.  We  think  some  of  it  is  that  people  are  sick  and  tired 
of  being  sick  and  tired.  We  think  some  of  it  is  because  about  2 
years  ago,  AZT  became  available  and  widely  used  particularly  ^ 
among  our  client  based — we  have  2,100  clients  at  the  AIDS  Project 
Los  Angeles — and  that  AZT  is  starting  to  wear  out.  It  is  not  being 
effective  anymore. 

As  David  was  talking  about  earlier,  his  T-cell  count  is  dropping. 
So  have  these  people's  T-cell  counts.  Three-hundred  percent  death 
rate  increased.  It  has  continued. 

Suicides  have  gone  up  500  percent.  And  we  have  had  six  violent 
suicides  in  the  last  4  weeks.  My  staff  is  reeling.  They  don't  have 
enough  time  to  grieve.  We  have  an  hour  grieving  session  every  day 
at  the  end  of  the  day.  It  hasn't  been  like  this  since  1983,  1984  when 
we  first  started. 

I  am  not  sure  what  is  happening;  but  with  the  type  of  support  we 
have  gotten  out  of  the  President,  of  the  Governor,  of  the  county, 
and  death  rates  going  up  like  this,  community-based  organizations 
are  reeling  across  the  nation. 

Nobody  around  denies  the  fact  that  AIDS  Project  Los  Angeles, 
which  started  in  1982  and  is  probably  one  of  the  larger  AIDS  orga- 
nizations in  America,  nearly  went  under  last  year.  We  couldn't 
make  payroll.  We  had  problems  that  couldn't  quit.  It  is  now  hap- 
pening in  San  Francisco.  It  is  happening  in  New  York.  AIDS  agen- 
cies are  closing  up. 

We  have  recovered.  We  reconsidered  who  we  were  and  what  we 
were  going  to  do.  We  can't  be  the  AIDS  agency  for  everybody.  We 
have  to  work  with  everybody  to  find  the  right  kind  of  solutions.  It 
is  a  new  arena.  We  are  getting  strangled  to  death. 
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We  are  going  to  spend,  AIDS  Project,  $10.6  million  in  Los  Ange- 
les; $2.6  million  will  come  from  a  variety  of  government  funding 
sources.  We  have  to  raise  $8  million. 

How  can  other  groups  do  this?  How  can  we  continue  to  do  this? 

The  market  life  for  AIDS  is  over.  Rock  Hudson  doesn't  die  every 
day.  I  spend  most  of  my  time  raising  money.  A  miserable  task,  to 
feed  people  through  our  food  pantry,  to  provide  them  home  health 
care  in  their  home  so  they  don't  have  to  go  to  the  hospices  and 
even  worse  and  most  often,  to  acute-care  hospitals.  It  is  ridiculous 
what  we  are  doing. 

I  was  very  involved  in  the  disability  movement  in  the  1970's  as 
executive  director  of  United  Cerebral  Palsy.  We  went  through  a 
period  of  the  Disability  Act.  We  went  through  a  period  of  getting 
entitlement  dollars  for  people  with  disabilities,  SSI,  home  health 
care,  setting  people  out  of  institutions.  We  saw  the  shift  from  donor 
dollars  to  government  pilot  projects  to  entitlements. 

What  I  see  in  AIDS  is  so  different.  It  started  out  as  a  quick  re- 
sponse with  pilot  projects  and  then  nothing  else  happened. 

Our  home  health  care  agency  is  funded  with  pilot  project  money. 
It  is  all  over  next  year;  it  is  all  over.  What  are  we  supposed  to  do 
with  our  folks?  All  of  the  money  is  capricious  money,  fragile 
money.  There  is  no  ongoing  streams  of  funding  to  provide  services 
for  people. 

It  is  such  a  fragile  place  and  the  market  life — I  know  it  is  a  busi- 
ness term  and  maybe  doesn't  fit,  but  the  community  awareness  was 
raised  so  early  and  everybody  is  in  many  ways  tired  of  it.  The 
battle  is  much  harder  to  fight  today  and  people  are  worn  out. 

And  I  guess  my  warning  is,  and  I  am  sure  you  heard  this  in  San 
Francisco  from  some  of  our  associates  up  there,  that  the  system  is 
near  collapse,  for  a  variety  of  real  reasons.  One  of  it  is  lack  of  sup- 
port and  lack  of  knowing  that  support  is  going  to  be  there  tomor- 
row as  well  as  we  fight  this  battle. 

Now,  there  are  some  good  things  that  can  work  for  us.  David  and 
Bob  talked  about  the  planning  process  in  LA  County.  For  the  first 
time,  I  think  the  community  organizations — we  have  a  little  differ- 
ent view  of  it  maybe  than  the  county  does — we  saw  them  doing  one 
of  their  ridiculous  county  projects  of  planning.  We  said,  no,  not  this 
time.  Let's  go  in  and  make  that  our  plan. 

I  think  for  one  of  the  first  times  the  LA  County  organizations  got 
together  and  did  make  it  our  plan.  I  think  we  all  bought  into  it 
pretty  well  this  time. 

But  we  look  at  the  money  that  is  available  for  it.  In  that  plan, 
we  need  $230  million  for  early  intervention.  The  Governor's  budget 
has  allowed  $5  million  statewide. 

We  identified  that  we  need  outpatient  money  for  symptomatic 
people  with  ARC,  with  ARC  and  AIDS,  $11  million.  There  is  no 
money  statewide.  Case  management,  we  need  $12.3  million  for  LA 
County.  There  is  no  money  in  the  budget  for  the  entire  State. 
Home  health  care  and  hospice  for  LA  County,  we  need  $15.7  mil- 
lion. In  the  Governor's  budget  there  is  $6.8  million  statewide.  Not 
even  close.  Not  even  close. 

But  what  it  says,  and  we  have  been  talking  to  HRSA  a  lot  about 
this,  is  that  we  are  ready  as  a  group  of  organizations  in  the  county 
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to  take  advantage  of  it.  I  worry  the  money  will  go  through  the 
county.  I  will  be  real  honest.  I  worry  about  that. 

But  when  you  talk  about  our  mental  health  programs  which 
have  been  wiped  out  in  this  State.  Our  food  programs  where  we  lit- 
erally are  giving  food  to  people  so  they  can  eat,  we  feed  1,000 
people  a  week  at  the  AIDS  Project,  housing  programs  which  do  not 
exist,  and  we  are  talking  about  a  drop  in  the  bucket,  we  talk — and 
are  looking  at  the  eligibility  for  determining  whether  they  can  get 
Medi-Cal,  they  get  on  immediately  when  they  sign  up.  They  have  a 
limited  period  of  time  until  they  are  determined  eligible.  Every 
time  they  lose  their  eligibility  before  a  determination  takes  place 
and  they  are  back  on  the  streets  without  any  health  care  again.  It 
is  a  major  problem  in  this  State,  particularly  in  southern  Califor- 
nia. 

I  may  be  painting  a  picture  of  a  depressed  situation  where  we 
are  close  to  disaster.  I  mean  to.  There  is  still  a  lot  of  energy  there. 
There  are  still  a  lot  of  folks  who  care.  There  is  a  lot  of  government 
talk.  But  I  don't  see  near  the  action  or  the  work  that  we  need  done 
here. 

I  know  in  fundraising  that  we  are  not  often  fighting  the  battle  of 
AIDS,  we  are  fighting  the  battle  of  homophobia.  As  Stanley 
Kramer  said  early  on  in  the  fight  and  I  would  like  to  add,  the 
battle  of  racism.  We  have  political  leaders  in  this  county  who  have 
publicly  said,  ''Who  cares?"  Who  cares. 

It  is  because  it  is  seen  as  a  gay  disease  and  now  affecting  folks  of 
color  and  the  minority  populations.  That  to  me  is  a  bigger  battle  in 
raising  money  and  getting  awareness  than  HIV  itself. 

We  have  to  have  somebody,  somewhere,  our  Congress  provide  the 
kind  of  leadership  that  has  had  to  be  provided  by  Congresses 
through  the  years  to  overcome  those  kinds  of  things  that  ruin  our 
society. 

I  realize  that  may  be  a  little  off-the-wall  presentation  to  you 
today,  but  it  is  from  where  we  feel  every  day,  going  to  work,  and 
fighting  this  battle.  I  really  appreciate  you  listening  to  us. 

Mrs.  Boxer.  Thank  you.  You  have  all  been  eloquent. 

President  Bush  finds  the  political  will  to  bailout  the  savings  and 
loans.  Right?  One  hundred  and  fifty  billion  dollars?  We  will  find 
the  political  will  to  try  to  push  through  his  capital  gains  tax.  He 
finds  the  political  will  to  rebuild  Panama  after  we  bomb  it.  In 
other  words,  the  money,  the  dollars  don't  seem  to  even  take  30  sec- 
onds worth  of  discussion.  What  I  am  hoping  to  do,  and  this  is  why 
you  have  been  a  part  of  it,  is  to  take  the  message  back  from  these 
hearings  we  have  had  in  San  Francisco  and  Los  Angeles,  and  we 
are  going  to  hold  some  more  in  DC,  and  try  to  wake  up  the  Con- 
gress and  the  Administration  to  the  fact  that  we  have  disasters  out 
there,  that  the  ''Thousand  Points  of  Light"  are  dimming  and  are 
going  out;  and  if  we  don't  come  in  here — and  I  think  Congressman 
Beilenson  has  been  building  toward  a  scenario  where  he  and  I  can 
work  to  put  this  in  terms  of  hard,  cold  dollars,  that  the  dollars 
spent  now  are  very  important. 

I  would  like  to  say  to  the  minority  community,  which  is  not 
going  to  be  a  minority  community — you  are  right  about  that — that 
the  state  that  you  find  yourself  in  here  is  one  where  we  should  as- 
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sault  you  with  the  resources  that  you  need.  Assault  you  with  the 
resources. 

Because  what  happened  in  the  gay  community,  we  didn't  know 
anything  for  2  or  3  years  and  the  gay  community  got  up  and  took 
care  of  itself  and  pointed  the  way.  Okay?  They  pointed  the  way. 

So  now  we  know  what  works  and  what  doesn't  work.  It  is  just 
unbelievable  to  me  that  you  are  finding  yourselves  here  saying 
thank  you  very  much  and  we  are  doing  fine  and  we  are  going  to 
continue  because  we  know  what  it  takes.  It  is  a  very  simple  situa- 
tion to  prevent  once  you  have  the  resources,  the  ability  to  get  to 
people  and  make  them  understand  it.  You  know  how  to  get  out  the 
message. 

So  I  am — you  know,  as  I  listen  to  you — and,  Gil,  as  you  went 
through  the  problems  that  your  clients  have,  this  is  just  one  horri- 
ble, horrific  other  problem  that  people  are  facing  in  this  country; 
and  if  we  looked  at  this  as  an  opportunity,  whether  it  is  to  reach 
the  IV  drug  abuser  or  to  reach  the  person  who  has  a  mental  prob- 
lem or  to  reach  a  person  that  has  an  economic  problem,  and  we 
had  some  way  in  this  country  to  assist  them,  we  can't  guarantee 
anyone  a  successful  life,  but  we  have  to  at  least  give  them  a  shot  at 
it,  an  opportunity  at  it. 

So  I  really  do  not  have  questions.  I  am  just  overwhelmed  with 
the  testimony.  I  think  that  you  wrapping  it  up  as  you  did  gives  us 
a  clear  message. 

One  last  point  I  would  make  to  my  colleague.  Chuck  Schumer, 
who  is  our  colleague  on  the  Budget  Committee,  heads  a  task  force 
which  is  called  an  emergency  task  force.  It  was  set  up  to  deal  with 
problems  like  the  S&Ls  and  the  nuclear  waste  disposal  matter,  and 
the  Japanese  internment  issue,  where  we  were  trying  to  get  repa- 
rations. He  phoned  me  awhile  ago  and  said  he  had  gone  on  a  tour 
in  New  York  City  to  some  of  the  hospitals.  He  is  completely  over- 
whelmed by  the  problems  that  are  being  faced  in  New  York  City  in 
the  hospitals.  I  think  he  is  ready  to  join  hands  with  this  task  force. 

What  I  would  like  to  do,  and  when  I  get  back  there  next  week,  I 
will  let  you  know  if  I  am  succeeding,  you  will  hear  about  it,  is  to 
join  my  task  force  with  his  task  force,  because  AIDS  is  an  emergen- 
cy; and  just  because  it  has  been  around  for  so  many  years  doesn't 
mean  it  is  less  of  an  emergency. 

If  we  can  cast  it  in  the  light  of  an  emergency,  disaster  aid, 
impact  aid,  maybe  we  can  breathe  some  life  into  what  is  going  on 
in  Washington. 

I  have  come  to  the  conclusion  as  I  look  around  at  my  colleagues, 
it  is  not  so  much  a  matter  of  liberal  or  conservative;  it  is  really  a 
matter  of  dead  or  alive.  A  lot  of  people  are  just  dead  to  the  prob- 
lems of  our  country.  They  don't  want  to  know  about  them.  They 
want  to  close  their  eyes  to  them.  In  some  cases,  they  will  just  make 
believe  they  don't  exist  so  they  don't  have  to  deal  with  the  dilem- 
mas that  they  are  facing. 

So  we  really  have  to  go  back  and  wake  people  up.  What  you  have 
done  is  you  helped  us  do  that.  I  only  wish  that  I  had  10  or  12  col- 
leagues here.  But  they  will  hear  what  you  said  today.  We  will 
bring  the  message  back. 

Yes,  Gil? 
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Mr.  Gerald.  I  want  to  pick  up  on  something  you  said  just  as  you 
began  your  closing  remarks.  I  know  that  you  have  struggled  and 
your  colleagues  struggle  with  the  issue,  this  disease  being  pitted 
against  other  health  concerns. 

And  what  I  would  like  to  add  is  what  I  have  been  saying  for 
years,  AIDS  really  cannot  be  seen  in  isolation.  Resources  for  AIDS 
does  have  beneficial  ripple  effects  on  other  health  concerns.  There 
are  Government  statistics  that  show  where  we  have  been  able  to 
have  success  in  cutting  back  on  HIV  infection  rates,  we  have  also 
had  a  reduction  in  STD's  in  general  and  other  diseases  like  hepati- 
tis. 

What  I  am  saying,  is  when  you  talk  to  a  young  individual  about 
responsible  sexual  behavior,  you're  going  to  be  impacting  more 
than  just  his  or  her  ability  to  get  AIDS.  We  are  really  talking 
about  addressing  a  number  of  connected  issues.  I  really  would  like 
to  elaborate  on  something  that  you  were  getting  at.  When  you  en- 
courage people  in  our  community  to  look  at  AIDS,  also  point  it  out 
as  something  that  is  connected  to  our  drug  problem.  It's  connected 
to  a  whole  lot  of  issues,  and  reducing  its  incidence  does  have  its 
beneficial  ripple  effects. 

Mrs.  Boxer.  Mr.  Congressman. 

Mr.  Beilenson.  Before  we  close,  as  Madam  Chairperson  pointed 
out,  we  solve  these  problems  with  additional  resources.  May  I  ask 
some  questions  about  how  the  resources  might  be  used? 

Mrs.  Boxer.  Yes. 

Mr.  Beilenson.  Quite  obviously  we  are  not  giving  people  who  are 
involved  the  resources — and  an  almost  unlimited  amount  could 
perhaps  be  used — but  I  still  need  some  feel  for  the  specific  way 
money  is  used  when  the  Federal  Government  or  anybody  else 
makes  it  available. 

Mr.  Gerald,  you  mentioned  that  we  need  more  resources,  re- 
sources for  both  prevention  and  early  intervention.  Tell  me  just  a 
little  bit  about  your  own  experience  with  your  own  group,  just  so 
that  I  have  some  feel  for  what  you  do,  how  much  money  you  get, 
how  you  do  it,  and  if  you  had  twice  as  much  money,  for  example, 
how  you  would  use  it. 

Obviously,  there  are  unmet  needs  out  there  in  terms  of  the  popu- 
lation, but  I  need  a  little  bit  of  a  feel  for  how  you  use  money,  how 
much  it  costs  per  person,  and  what  you  do  with  money  you  do 
have. 

Mr.  Gerald.  I  don't  know  if  I  am  going  to  be  able  to  get  as  tech- 
nical as  you  would  like,  but  I  may  be  able  to  speak  about  a  few  of 
the  programs  we  are  involved  in. 

In  terms  of  prevention,  this  year  we  have  targeted — we  have  a 
program  which  actually  is  targeting  heterosexual  and  bisexual 
women  who  are  particularly  at  risk. 

Mr.  Beilenson.  Who? 

Mr.  Gerald.  Heterosexual  and  bisexual  women  who  are  at  risk. 

Mr.  Beilenson.  Women? 

Mr.  Gerald.  Yes,  women. 

Mr.  Beilenson.  You  swallowed  the  "women." 

Mr.  Gerald.  I'm  sorry. 

We  also  have  a  program  that  we  are  concluding  that  targets 
youth  with  very  modest  dollars  from  the  American  Foundation  for 
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AIDS  Research;  and  we  have  two  programs,  a  program  that  is  tar- 
geted to  gay  and  bisexual  black  and  Latino  men. 

A  portion  of  that  is  funded  through  the  Office  of  Minority 
Health,  a  modest  $150,000  over  3  years,  and  a  program  funded  by 
the  State  Office  of  AIDS.  It's  targeting  that  same  community. 

What  we  are  finding  now  is  that  these  are  very  modest  dollars; 
and  one  of  the  problems  in  southern  California  as  distinct  from, 
let's  say,  the  Northeast  is  when  you're  talking  about  the  black  and 
Latino  community,  you're  still  talking  about  significant  numbers  of 
individuals,  males,  who  are  contracting  the  disease  through  unsafe 
sex  between  men. 

We  do  have  a  real  concern,  as  has  been  stated  here,  about  the 
increase  and  the  potential  increase  for  transmission  through  IV 
drug  use.  But  black  and  Latino  gay  and  bisexual  men  particularly, 
have  been  unserved. 

Mr.  Beilenson.  How  do  you  serve  them?  What  do  you  do  with 
the  money,  hire  people? 

Mr.  Gerald.  You're  talking  about  getting  one-on-one  interven- 
tions. You're  talking  about  going  to  where  they  are.  They  are  not 
very  public.  They  are  not  going  to  go  to  public  halls  that  schedule 
lectures  about  the  disease.  We  have  to  go  to — we  have  to  use  exist- 
ing community  networks  that  serve  this  constituency. 

Mr.  Beilenson.  Let  me  just  ask  again,  is  the  money  used  basical- 
ly to  hire  people  who  will  interact  one  on  one  with  other  people? 

Mr.  Gerald.  At  this  point,  we  just  have  resources  to  produce  lit- 
erature. We  would  like  resources  to  actually  hire  people  on  the 
streets. 

Mr.  Beilenson.  The  $150,000  for  that  one  project  goes  to  produce 
literature  rather  than  to  hire  people? 

Mr.  Gerald.  Which  dollars,  the  $150,000  over  3  years?  That 
allows  us  to  train  some  volunteers  which  I  have  stated  in  my  pro- 
gram about  HIV  so  they  become  peer  educators  in  the  community. 

Mr.  Beilenson.  How  much  time  do  your  people  have  to  spend? 
Obviously  it  varies,  but  how  much  time  do  your  volunteers  or  your 
hired  people  have  to  spend  one  on  one  to  get  to  the  people  in  the 
areas  where  you  find  them? 

Mr.  Gerald.  Okay.  First  of  all,  you  have  to  have  very  quick 
interventions  that  will  grab  their  attention  that  hopefully  will  get 
a  very  effective  message  that  will  trigger  them  to  take  further  ac- 
tions, like  spend  a  little  more  time  learning  about  HIV.  And  then 
come  in  for  more  intensive  counseling. 

Mr.  Beilenson.  I  may  be  naive,  but  is  it  not  possible  for  you  to 
tell  in  your  one  on  one,  in  a  half  hour's  period  of  time,  whatever 
they  need  to  know  about  the  disease  so  they  don't  themselves  have 
to  go  out  on  their  own  initiative  to  find  out  more  about  it?  What  do 
you  have  to  know? 

Mr.  Gerald.  Behavior  change  is  something  that  requires  ongoing 
reenforcement.  It  requires  several  different  interventions  with  the 
individual  over  a  protracted  period  of  time.  It  really  isn't  some- 
thing you  can  accomplish  with  just  a  one-time,  one-minute  mes- 
sage— hopefully  something  will  get  through,  and  you  want  to  moti- 
vate more  action  on  the  part  of  the  individual. 

But  you're  dealing  with  individuals  who  have  considerable  high- 
risk  behaviors  that  they  have  been  engaging  in  for  some  period  of 
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time.  You're  dealing  with  issues  of  low  self-esteem  and  the  motiva- 
tion this  inhibits. 

We  are  dealing  with  myths  out  there  that  this  is  something  that 
does  not  affect  them  personally.  You  have  to  break  through  that. 
What  we  are  hoping  is  that — what  we  are  aiming  at  and  what  we 
are  doing  is  that  we  are  training  first  of  all  a  core  of  volunteers. 

Mr.  Beilenson.  Where  do  you  get  these  people? 

Mr.  Gerald.  We  get  them  out  of  the  affected  community.  We  get 
them  through  the  existing  community's  social  networks.  We  get 
them  through — our  client  base,  quite  frankly,  those  who  are 
healthy  enough  to  participate  in  this  educational  effort. 

Mr.  Beilenson.  How  many  volunteers  do  you  have  currently? 

Mr.  Gerald.  The  agency  currently  has  a  core  of  about  150  volun- 
teers. What  I  am  saying,  though,  is  that  the  volunteer-driven 
effort,  the  model  you  saw  that  worked  fairly  efficiently  in,  let's  say, 
San  Francisco  is  not  something  you  can  easily  transfer  to  the  racial 
and  ethnic  minority  communities. 

You  are  dealing  with  people  who  are  unemployed,  who  are  un- 
deremployed often,  who  themselves  often  have  significant  economic 
problems,  who  are  looking  perhaps  at  volunteering  for  different 
reasons,  like  acquiring  skills  that  might  lead  them  to  some  produc- 
tive endeavors  that  might  pay. 

So,  I  think  that  we  are  talking  about  really  more  per  capita  re- 
sources to  reach  an  equivalent  number  of  people — stipends  and  sal- 
aries. 

Mr.  Bennet.  Could  I  deal  with  that  a  little  bit? 

AIDS  Project,  of  course,  has  been  associated  as  the  gay  white 
male  organization  over  the  years,  and  a  lot  of  our  techniques  and 
approaches  are  probably  not  appropriate  for  other  communities. 

And  it's  very  important  that  they  receive  money  directly  and 
learn  to  serve  their  own  communities  and  do  so,  but  we  have  been 
in  existence  from  1982  and  probably  spend  over  $1  million  for  edu- 
cation a  year  in  Los  Angeles. 

The  types  of  things  that  we  do  specifically  is  we  do — we  have 
trained  staff  that  do  training  for  all  the  paraprofessionals  in  Los 
Angeles  in  the  medical  field.  We  have  trained  firemen,  the  police 
men,  we  do  it  under  contract  with  the  department  of  health  in  the 
county  of  Los  Angeles.  We  train  nurses,  we  train  doctors,  we  train 
health  care  professionals.  We  probably  train  about  6,000  people  a 
year  in  that  program. 

We  have  peer  counseling  programs  in  the  high  schools.  We  try  to 
do  a  lot  of  programs  in  the  high  schools,  but  we  are  typically  not 
allowed.  Jackie  Goldberg  is  trying  to  help  us  there,  but  we  have  a 
lot  of  problems  getting  into  the  schools.  But  our  peer  counseling 
program  is  probably  one  of  the  best  and  least  expensive. 

We  have  a  speaker's  bureau  of  120  trained  volunteers  who  go  out 
and  speak  on  two  programs.  One  is  a  safe  sex  program  and  the 
other  one  is  called,  "Speaking  of  Sex,"  and  it's  how  to  negotiate 
safe  sex. 

We  do  it  to  clubs,  we  do  it  to  organizations.  We  have  a  program 
that  goes  from  home  to  home.  We  get  a  host  to  have  10  of  their 
friends  in,  and  we  go  in  and  literally  show  them  how  to  use  a 
condom  in  very  graphic  ways  in  the  privacy  of  homes. 
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It's  one  of  the  most  effective  tools  that  we  had  in  the  early  1980's 
in  the  gay  community,  and  we  have  expanded  it  outside  of  the  gay 
community.  And  we  use  crazy  and  fun  condoms  and  every  trick  in 
the  book  to  market  this  thing. 

We  do  AIDS-in-the-workplace  training.  We  do  that  for  profit 
when  we  can  because  we  have  got  to  be  smart  about  this.  But  we 
generated  about  $80,000  in  fees  last  year  for  doing  a  lot  of  the 
AIDS-in-the-workplace  training,  in  prevention  as  well  as  what  you 
do  when  it  happens. 

We  run  the  hotline  for  southern  California.  We  do  Spanish  lan- 
guage and  English  language.  Recently  we  added  a  translator  that 
does  27  languages  and  dialects,  and  we  have  spent  about  $15,000  in 
the  last  three,  most  of  the  last  fiscal  year,  advertising  in  the  Asian 
Pacific  periodicals,  in  the  gay  periodicals,  and  in  minority  periodi- 
cals of  people  of  color  in  general. 

And  we  got  a  tremendous  response  to  that,  particularly  from  the 
Asian  Pacific  community,  which  we  found  was  interesting. 

Out  hotline  is  run  by  V^h  staff  members.  We  spend  the  money  on 
the  staff  members.  We  have  200  trained  volunteers  who  run  our 
hotline  that  go  through  7  weeks  of  training  before  they  are  allowed 
to  serve  on  the  hotline. 

We  do  a  lot  of  advertising  constantly  about  testing,  why  to  be 
tested  and  what  to  do  about  it,  particularly  in  what  we  consider 
the  effected  communities. 

Presently  we  have  a  contract  with  the  State  of  California  to  pre- 
pare all  the  educational  material  for  the  alternative  test  sites.  We 
have  1  million  pieces  of  literature  about  the  State  at  the  moment, 
and  they  range  for  a  variety  of  things  about  women,  about  people 
of  color,  about  teenagers. 

We  do  the  videotapes  for  the  alternative  test  sites  to  educate 
people.  We  publish  a  self-care  manual  that  is  fairly  definitive  and 
used  throughout  the  United  States. 

Those  are  the  kinds  of  things  that  we  do.  We  have  1100  volun- 
teers. We  have  22  staff  members  in  education. 

Mr.  Beilenson.  Did  you  begin  with,  in  large  part,  a  group  of  gay 
white  men?  Has  that  evolved,  has  it  changed?  Is  the  project  suc- 
ceeding in  reaching  out  to  the  other  affected  groups? 

Mr.  Bennet.  About  32  percent  of  our  clients  are  people  of  color. 

Mr.  Beilenson.  Does  that  keep  increasing? 

Mr.  Bennet.  It  has  kept  increasing.  I  think  it  will  continue  to 
increase. 

Our  main  center  is  not  in  West  Hollywood.  It's  in  Hollywood, 
near  the  corner  of  Highland  and  Santa  Monica  Boulevard.  We  have 
a  large  number.  And  I  can't  give  you  exact  numbers  on  it  because 
it's  hard  statistically  to  tell  of  homeless,  street  people,  and  hustlers 
using  our  programs  and  services. 

Our  client  population  used  to  look  like  this  classic  sweet  gay 
white  boy  on  the  west  side  that  was  an  engineer  last  week  and  un- 
employed this  week  and  dieing  fast.  Our  population  that  we  are 
serving  today,  that's  the  minority. 

There  are  many  street  people.  They  are  homeless.  They  are 
Latino  families.  It's  not  usually  an  individual.  We  have  a  totally 
changing  population;  and  as  Gil  is  saying  about  the  volunteer  base, 
our  volunteer  base  has  changed  dramatically.  It's  much  harder  to 
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I    get  volunteers  that  are  culturally  sensitive  and  are  willing  to  deal 
j    with  particularly  some  of  the  difficulties  you  deal  with,  the  mental 
health  problems  and  the  street  folks. 

We  do  housing,  and  one  of  our  housing  projects,  our  housing  pro- 
grams was  a  transitional  housing,  and  we  changed  it  to  a  dual  di- 
agnosed housing  project  for  folks  who  have  either  mental  health  or 
drug  abuse,  chronic  drug  abuse  problems  and  AIDS  because  it 
doesn't  exist  out  there. 
The  problems  that  we  deal  with  are  significantly  different  than 
i    they  were  three  years  ^o.  HIV  is  different  than  it  was  three  years 
!    ago,  and  we  are  preparing  to  change  all  of  our  programs  and  serv- 
ices and  move  out  of  a  case  management  model  toward  a  much  ear- 
lier intervention  model  so  that  we  don't  have  to  give  them  food  and 
housing  and  all  that  other  stuff,  that  we  can  empower  them  and 
help  them  be  their  own  case  managers  and  stay  healthier  much 
longer. 

Mr.  Beilenson.  Do  you  see  much  chance  of  success  with  that 
kind  of  a  program? 
Mr.  Bennet.  Yes. 

Mr.  Beilenson.  Because  it's  depressing,  if  I  may  say  so.  I  am  just 
responding.  It's  easier,  if  I  may  again  say  so,  to  deal  in  a  communi- 
ty which  at  least  in  part  is  pretty  well  off  economically,  where 
people  are  fairly  easy  to  get  to  and  thereby  educate.  And  perhaps  I 
am  oversimplifying,  the  principal  thing  that  has  to  be  taught  is 
sexual  practices  which  will  prevent  the  spread  of  the  disease. 

When  you  start  talking  about  the  areas  that  our  other  two  folks 
have  been  talking  about,  you're  talking  about  people  who  have  all 
kinds  of  problems.  And  this  is  one  of  them,  but  all  the  old  and  reg- 
ular problems  are  there,  too,  and  you're  not  talking  about  a  simple 
course  of  intervention  that  has  to  do  essentially  with  behavior, 
with  ways  of  having  sex  but  still  protecting  themselves — you're 
talking  about  people  who  are  homeless  and  who  are  using  drugs, 
perhaps,  and  who  don't  have  the  resources,  who  don't  have  the 
education,  who  don't  have  all  kinds  of  things.  You're  talking  about 
a  really  big  problem. 

Mr.  Bennet.  It's  much  different  than  the  days  when  the  giiys 
were  out  in  the  street  screaming  because  their  lovers  were  dying. 

Mr.  Beilenson.  That  was  simple  compared  to  this. 

Mr.  Bennet.  I  was  recruited  from  the  disability  field,  I  think, 
partly  for  this  because  of  the  complexity  of  those  issues.  Today,  it's 
a  world  in  which  we  have  to  work  together  as  a  team.  It's  not  just 
gay  white  men. 

It's  all  of  us  because  we  see  how  it's  changing  so,  and  we  have 
got  to  deal  with  mental  health  issues,  we  have  got  to  deal  with 
drug  issues,  we  have  got  to  deal  with  homeless  issues. 

Mr.  Beilenson.  What  I  am  asking,  is  it  possible  to  deal  success- 
fully with  this  whole  gamut,  this  whole  spectrum  of  issues? 

Mr.  Bennet.  Deal  successfully?  Let  me  put  it  to  you  a  different 
way.  Our  goal  is — we  don't  think  that  we  can  

Mr.  Beilenson.  Even  with  additional  resources. 

Mr.  Bennet.  What  we  have  to  do  is  find  some  solutions.  We  have 
to  role  model  how  some  things  can  be  solved.  We  cannot  do  it  all.  I 
am  just  talking  about  AIDS  project,  Los  Angeles.  But  together, 
hopefully,  we  can  role  model  how  problems  can  be  solved  that  go 


90 


far  beyond  AIDS  but  hit  the  issue  of  access  to  health  care,  of 
racism  and  people  who  have  been  disenfranchised  and  homeless 
and  mental  health. 

It  just  covers  the  whole  gamut.  That's  why  we  have  to  work  with 
them.  I  don't  think  we  will  solve  it  all  here  in  Los  Angeles.  But  I 
will  tell  you,  we  have  got  some  real  opportunities  to  come  up  with 
some  hot  solutions;  and  that's  what  we're  determined  to  do. 

Ms.  Sanchez.  I  just  want  to  say  that — and  we  keep  hearing 
about  high-risk  behaviors  and  high-risk  populations,  and  yes,  that 
is  where  it's  showing  up;  but  more  and  more  professional  people 
are  talking  about  the  problem,  single  women  out  there,  the  kind  of 
sexual  behaviors  and  precautions  that  are  not  occurring  just  in  the 
general  section  of  the  population.  We  tend  to  isolate  and  push  it  off 
on  blacks,  Chicanos,  and  gays;  but  it's  really  affecting  all  of  us  now. 
It's  affecting  all  of  the  people. 

I  hope  when  the  message  goes  back  to  Congress  in  Washington, 
DC,  that  it's  looked  at,  not  just  high-risk  populations.  It's  more 
high-risk  behaviors  by  the  general  human  society  today. 

Our  organization  is  predominantly  street  outreach,  so  we  are 
going  into  the  streets. 

You  asked  the  question  about  where  the  money  is  going.  We  pre- 
dominantly hire  ex-addicts  that  have  been  clean  2  years  because 
they  are  back  out  there  again,  and  we  don't  want  them  to  get  in- 
volved with  drugs  again.  So  a  lot  of  our  money  is  paying  these 
people  to  go  out  there  and  deliver  a  professional  and  effective  mes- 
sage, and  they  burn  out. 

And  that's  what  is  happening  in  San  Francisco  right  now,  not 
only  because  people  are  dying  more  and  it's  more  concentrated,  the 
burnout  is  really  incredible. 

It's  not  happening  here.  It's  starting  to,  so  we  are  having  to  hire 
people  at  a  decent  salary.  We  are  talking  about  maybe  $1,500  a 
month,  and  you  know  what?  That  isn't  enough  for  them  to  endan- 
ger their  lives  or  to  go  back  on  drugs  or  to  possibly  feel  threatened 
by  gang  attacks.  We  are  out  in  the  streets.  That  is  where  they  are. 

In  California,  as  you  know,  Congressman  Beilenson,  we  have  to 
go  out  wherever  they  are,  so  they  are  not  in  one  particular  corner 
or  one  neighborhood.  We  have  to  go  in — particularly  in  the  San 
Fernando  Valley,  you've  got  to  go  everywhere.  So  the  salary  is  in- 
sufficient to  hire  people  who  are  really  going  to  stay  with  you. 

Mr.  Beilenson.  How  many  people  do  you  have? 

Ms.  Sanchez.  Our  grant  is  like  $300,000  because  it's  small. 

Mr.  Beilenson.  For  a  year? 

Ms.  Sanchez.  Yes. 

Mr.  Beilenson.  From  whom  do  you  get  the  money? 
Ms.  Sanchez.  It  comes  from  the  State,  the  county  of  Los  Angeles, 
AIDS  program  office  and  drug  abuse  program  office. 

We  have  approximately  10  staff.  It's  a  drop  in  the  bucket. 
But  I  guess  what  I  wanted  to-  

Mr.  Beilenson.  Do  the  10  people  include  those  who  are  out  on 
the  street  at  any  particular  time? 

Ms.  Sanchez.  They  are  all  street  outreach.  They  are  spending  50 
percent  of  the  day  out  in  the  street. 

Mr.  Beilenson.  To  the  extent  they  don't  burn  out  and  they  are 
out  there,  do  they  meet  with  some  success?  Are  they  effective? 
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Ms.  Sanchez.  This  is  one  of  the  things  we  are  doing  now  is  col- 
lecting data  to  find  how  effective  we  are.  We  find  people  know 
what  AIDS  is  about  generally.  The  IVDU,  the  street  people,  they 
know  what  AIDS  is.  They  don't  think  it's  affecting  them,  and  they 
don't  think  they  need  to  change  their  behavior. 

1       You're  still  finding  addicts  not  cleaning  their  needles,  still  using 

'  water  and  alcohol,  which  are  not  as  effective  as  bleach.  You're  still 
finding  people  who  are  not  using  condoms  with  prostitutes  and 
even  less  with  their  spouses,  so  still  a  lot  of  lack  of  action. 

There  is  a  lot  of  knowledge  out  there,  but  what  are  they  doing 
with  it?  That  is  where  it  goes  back  to  what  Gil  said,  there  has  to  be 
the  reenforcement  of  talking  about  sex  first  of  all,  talking  about 
changing  certain  patterns  and  reenforcing  and  reenforcing.  That  is 
why  I  stress  this  multi-year  funding  so  there  is  adequate  time  to 
come  back  and  come  back. 

I  would  like  to  just  end  with  saying  Steve  was  talking  about  talk- 
ing to  each  other.  We  never  talked  to  each  other  before.  We  are  all 

I    in  our  own  arenas.  It's  very  sad.  We  have  become  isolated. 

I  This  has  brought  us  together,  whether  it  be  with  Bob  Frangen- 
berg  or  Steve  and  Gil,  other  groups,  I  have  been  attacked  as  home 
phobia.  That  is  the  kind  of  interaction  that  has  happened. 

What  I  would  like  to  say,  we  have  got  to  begin  to  start  talking  to 
each  other  and  working  together.  When  someone  says  since  you're 
the  first  one  to  have  gotten  involved  with  AIDS  outreach  and  edu- 
cation, we  can  learn  from  each  other,  and  we  can  share  that  infor- 
mation with  other  programs  that  are  starting  because  new  pro- 
grams are  starting  all  the  time,  they  are  starting  from  scratch.  It 
makes  no  sense. 

j  There  has  to  be  a  better  model  or  elements  that  can  say,  this  is 
what  the  blacks  are  sa5dng  is  relevant  to  their  community.  Some- 
one can  say,  oh,  Chicanos,  this  is  what  is  relevant  to  their  commu- 
nities, take  basic  elements  and  transpose  and  utilize  them.  They 
are  starting  from  scratch.  There  is  a  lot  of  money  for  start-up,  and 
there  is  no  reason  for  that  any  more. 

Mr.  Gerald.  I  would  also  like  to  reenforce  the  notion  and  the  un- 
derstanding that  there  really  isn't  one  strategy.  We  are  dealing 
with  very  diverse  communities  and  that  the  strategy  that  you 
talked  about  are  going  to  work  for  some  people.  In  terms  of  our 
agencies  and  the  Federal  Government,  collaboration  is  recognizing 
the  need  to  apply  the  appropriate  strategies  at  the  local  level. 
These  strategies  are  going  to  vary  from  community  to  community 
and  from  targeted  population  to  targeted  population. 

Mrs.  Boxer.  Any  further  questions? 

Mr.  Beilenson.  No. 

Mrs.  Boxer.  I  think  what  Ms.  Sanchez  points  out  is  what  Con- 
gressman Beilenson  was  talking  about  when  he  was  teaching  me 
about  Los  Angeles  in  the  sense  that  it  is  spread  apart,  different 
from  where  I  come  from,  San  Francisco,  where  it's  a  neighborhood 
next  to  a  neighborhood  next  to  a  neighborhood  next  to  a  neighbor- 
hood, and  a  feeling  that  everybody — it's  just  easy  to  pull  together 
just  by  the  nature  of  geography,  if  you  will,  and  there  are  no  such 
separations  between  communities. 
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It  makes  it  easier  for  one  community  to  learn  from  the  other 
community,  and  there  is  one  plan,  and  it  is  at  the  point  of  collapse 
because  of  the  burnout. 

In  San  Francisco— Mark,  correct  me — 90  plus  percent  of  the 
problem  is  still  in  the  gay  community,  is  that  right? 

Mr.  Cloutier.  It's  about  96  percent  of  the  reported  cases  are  gay 
men. 

Mrs.  Boxer.  So  we  have  an  opportunity,  so  we  need  to  stop  this 
thing,  and  we  must  begin  to  pour  the  resources  in  so  we  know  how 
to  stop  it. 

In  this  community,  it's  a  very  difficult  thing,  and  I  think  it's  in- 
teresting that  you  said  you  kind  of  enjoyed  getting  together  today. 
I  think  if  we  were  to  be  successful  in  getting  the  concept  of  impact 
aid  through  as  an  additional  response  to  the  crisis,  separate  and 
apart  from  research  and  so  on,  but  a  separate  concept  that  we 
should  ensure  not  that  we  design  it,  because  you  were  the  ones  who 
have  designed  it,  but  that  we  assure  a  regional  type  of  approach 
with  all  of  the  communities  together  so  that  when  it  comes  in  it 
has  been  thought  out  by  the  entire  community,  not  where  one  com- 
munity is  against  another,  so  we  are  going  to  be  designing  this,  and 
you're  going  to  be  helping  us. 

I  would  like  to  introduce  Mark  Cloutier,  who  is  on  my  staff  on 
AIDS.  He  spends  all  his  time  on  this  issue,  and  we  are  going  to  be 
following  up. 

I  just  want  to  say  to  my  dear  friend  that  I  am  just  thrilled  that 
you're  here  today,  that  I  learned  a  lot  from  you  and  from  all  of  the 
witnesses,  that  we  will  go  back  with  what  we  have  learned.  And  we 
have  got  a  crisis  we  are  going  to  have  to  get  the  attention  of  the 
people  from  all  over  the  country  who  think  we  don't  have  a  crisis 
any  more,  and  that  is  simply  put. 

We  have  to  do  it  in  a  way  that  gets  their  attention.  If  it  means 
we  have  to  have  Liz  Taylor  come  back,  we  will  do  it.  If  it  means, 
whatever,  we  will  do  it  because  we  have  to  get  the  attention  of  our 
colleagues  who  will  look  at  these  charts  and  see  that  their  city  isn't 
mentioned  and  move  on  to  the  next  crisis  of  the  moment,  and  a 
president  who  really  doesn't  get  it,  and  I  think  that  to  hold  an 
AIDS  baby  in  his  arms  as  he  did  and  his  wife  did  is  very  important. 

But  if  you  don't  take  it  to  the  next  step  of  what  do  we  do,  it's  not 
going  to  mean  anything.  It's  a  good  photo  op,  and  that  is  the  end  of 
it. 

In  our  committee,  we  are  the  first  stop  of  the  President's  budget, 
and  I  can  guarantee  you  that  we  will  speak  out  as  a  result  of  these 
hearings  more  forcefully  than  we  would  have  because  we  are 
armed  with  your  testimony,  which  comes  from  direct  experience 
and  many,  many  facts  that  we  have  learned.  So  thank  you  so  very 
much. 

We  have  enjoyed  meeting  you  all.  Thank  you. 
The  Task  Force  stands  adjourned. 

[The  following  additional  material  was  submitted  for  the  record:] 
[Whereupon,  at  12:27  o'clock,  the  Task  Force  adjourned.] 
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Madam  Chair,  Congressman  Buechner,  I  would  like  to  thank 
you  for  bringing  your  Committee  to  San  Francisco  for  these 
hearings. 

This  past  week,  my  Task  Force  on  the  HIV  Epidemic 
released  its  report  on  care  needs.     They  stated  clearly  that 
the  San  Francisco  model,  which  has  drawn  national  and  world 
attention  for  its  compassion  and  its  effectiveness,  "is  near 
collapse." 

Since  this  epidemic  began,  there  have  been  more  than 
5,000  deaths  in  our  city. 

That  is  more  than  all  the  San  Franciscans  who  were  killed 
in  World  War  I,  World  War  II,  Korea  and  Vietnam  —  combined 
and  tripled. 

That  is  a  toll  from  ten  years. 

In  the  next  three  years,  we  estimate  that  more  than 
another  5,000  San  Franciscans  will  die  in  this  epidemic. 
Nearly  another  5,000  will  be  diagnosed  and  living  with  AIDS 
in  the  next  three  years. 

Those  numbers  alone  would  give  us  reason  to  conclude  that 
the  San  Francisco  model  is  near  collapse. 

But  what  threatens  us  most  of  all,   is  not  a  grim 
inevitability  in  this  epidemic. 

It  is  that  now,  for  the  first  time,  there  is  reason  to 
hope  that  we  can  stave  off  death  with  early  intervention 
treatments. 

And  yet  the  hope  that  science  and  research  has  bought 
comes  at  a  price  that  government  won't  pay. 
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Until  a  year  ago,  the  San  Francisco  model  was  primarily 
AIDS  education,  out-patient  hospital  care  and  hospice. 

There  wasn't  much^in-between . 

Last  June,  at  the  Montreal  International  AIDS  Conference, 
Dr.  James  Mason  announced  that  the  U.S.  Government  would 
shortly  approve  aerosol  pentamidine  to  prevent  pneumonia  in 
people  with  AIDS. 

It  was  a  major  breakthrough. 


In  San  Francisco,  over  half  of  those  who  have  died  have 
died  from  pneumonia. 

But  at  that  Conference,  Dr.  Mason  also  said  that  it  was 
his  duty  as  a  federal  health  policy  leader  to  see  that  all 
those  who  needed  this  treatment  would  get  it. 

That  hasn't  happened. 

Federal  rules  will  not  pay  for  early  treatment  before 
pneumonia  sets  in. 

They  will  pay  the  estimated  $17,000  hospitalization  cost 
after  pneumonia  has  hit. 

But  even  though  this  would  pay  for  16  years  of  early 
intervention  treatments,  they  will  not  pay  to  prevent 
pneumonia  in  those  who  are  extremely  vulnerable. 

San  Francisco  and  California  does  pay  for  it. 

This  state  is  the  only  one  of  the  50  states  that  will  pay 
for  early  intervention,  and  we  do  it  entirely  with  state 
and  local  dollars. 

There  is  something  seriously  wrong  with  a  federal  policy 
that  requires  people  to  go  to  death's  door  before  they  find 
a  welcome  mat. 

The  standard  we  follow,  and  the  standard  I  am  here  to 
urge  be  the  basis  for  your  budget  resolution,  provides  care 
for  those  who  would  benefit  from  treatment  —  not  just  those 
who  are  dying  because  they  didn't  get  treatment  earlier  on. 

But  this  city  can  not  do  it  alone. 

Already  more  than  one  in  every  ten  city  health  dollars  we 
spend  goes  to  AIDS. 
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We  have  used  those  city  funds  to  pioneer  education 
programs,  outreach  programs  and  care  programs. 

But  too  often,  we  have  seen  the  federal  government  fund 
demonstration  projects  based  on  our  successes  and  then 
rule  us  ineligible  because  we  already  have  a  program. 

It's  become  known  as  the  "San  Francisco  penalty"  — 
provide  care  now,   lose  funding  later. 

Knowing  that  city  government  could  not  do  it  alone,  last 
year  I  named  a  Mayor's  Task  Force  on  the  HIV  Epidemic.  It 
was  the  first  in  our  City  and  perhaps  the  first  in  any  City 
to  include  representatives  from  every  sector  of  city  life. 

I  gave  them  a  mandate  to  examine  what  San  Francisco  needs 
for  a  comprehensive  and  compassionate  program  to  combat  AIDS 
and  stop  its  spread.     And  I  asked  them  for  a  strategy 
involving  both  the  private  and  the  public  sector  of  all  San 
Francisco,  not  just  the  communities  hardest  hit  or  the 
voluntary  agencies  that  have  carried  the  burden  thus  far. 

They  have  now  issued  recommendations  that  are  clear  and 
compelling,  and  they  have  identified  what  we  need  to  pay. 

We  spend  $12  million  from  all  sources  for  prevention 
programs  now  —  we  need  $2  5  million. 

We  spend  $13  million  from  all  sources  for  prevention 
among  IV  drug  users  now  —  we  need  to  spend  $31  million. 

We  spend  between  $10  million  and  $25  million  from  all 
sources  on  early  intervention  —  we  need  to  spend  $103 
million. 

We  spend  $123  million  on  a  continuum  of  care  —  and  we 
need  to  spend  $151  million. 

In  all,  the  gap  we  face  is  between  $137  million  and  $152 
million  —  next  year. 

To  close  that  gap,  we  are  marshaling  our  resources  into  a 
unified  strategy. 

The  Task  Force  recommended  that  as  Mayor,   I  designate  a 
Standards  of  Care  Committee  that  would  establish  guidelines 
on  early  treatment. 

If  private  companies  and  insurers  believe  that  there  is  a 
level  playing  field,  and  that  each  faces  the  same 
commitments,  then  they  have  indicated  a  willingness  to 
include  early  treatment  in  standard  health  care  programs. 
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As  Mayor,  responsible  for  a  city  workforce  of  some  2  5,000 
employees,  I  will  make  the  City  of  San  Francisco  a  model 
employer  by  working  with  our  insurers  to  provide  this  level 
of  care  for  our  employees. 

I  believe  that  the  private  sector  will  join  us,  and  that 
what  we  begin  in  San  Francisco  can  become  a  new  national 
model  of  a  public  private  partnership  in  care  standards. 

But  that  will  not  be  enough. 

We  have  refined  our  participation  in  existing  federal 
programs,  and  our  success  in  documenting  actual  needs 
resulted  in  over  $5.6  million  in  federal  funding  to  reduce 
waiting  lists  at  substance  abuse  treatment  programs. 

We  have  been  creative  in  using  other  funds,   such  as 
Community  Development  Block  Grants  to  provide  housing  for 
the  homeless  with  AIDS  and  ARC. 

But  these  steps  are  not  enough. 

And  while  we  stretch  ourselves  as  never  before  —  and 
still  fall  short  —  we  are  deeply  disturbed  by  the 
indications  that  Congress  may  not  stretch  the  budget  for 
AIDS  at  all. 

Last  year,   for  the  first  time,  Congress  appropriated  less 
for  AIDS  than  it  knew  had  been  proposed  by  the  U.S.  Public 
Health  Service.  In  all,  some  $1.7  billion  was  budgeted  — 
not  the  $2.2  billion  sought  by  Public  Health. 

This  year,  given  the  Congressional  climate  and  the  Gramm 
Rudman  restrictions,  last  year's  $1.7  billion  may  also 
become  this  year's  ceiling. 

That  will  happen  unless  the  Budget  Resolution  includes 
meeting  the  real  costs  we  are  facing. 

I  began  by  comparing  the  number  of  deaths  in  our  City 
from  AIDS  to  the  deaths  of  San  Franciscans  who  fought  in  our 
nation's  wars. 

I  did  that  because  today,  as  you  deliberate,  we  are 
entering  a  national  debate  about  a  "peace  dividend"  because 
we  are  reassessing  our  national  defense  requirements. 

In  my  opinion,  the  battle  against  AIDS  is  a  matter  of  our 
nation's  defenses,  and  so  far  the  record  from  Washington  is 
to  treat  this  as  somebody  else's  war. 

This  is  not  somebody  else's  war. 
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If  this  city,  of  all  cities,   falls  so  far  behind  that  our 
program  collapses,   all  the  world  will  shudder  at  what  it 
means  for  them. 

It  will  mean  that  each  city,   each  person  will  have  been 
left  to  cope  —  and  die  —  on  their  own. 

It  will  mean  no  help  is  on  the  way. 

In  San  Francisco,  the  Mayor's  Task  Force  on  the  HIV 
Epidemic  marks  a  firm  commitment  that  we  are  making  to  each 
other  to  provide  help. 

We  need  you  to  join  us. 

I  have  with  me  today  Mr.   Lee  Smith,   President  of  Levi 
Strauss  International,   and  a  member  of  the  Task  Force. 

Attachment. 
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IMMEDIATE  NEEDS:  COURAGE,  CAPABILITIES  AND  COMPASSION 
The  Mayor's  CaU  to  Action  on  the  HIV  Epidemic 

A  Draft  Report  of  the  Mayor's  HIV  Task  Force  Addressing  Ihe  Critical  Gaps  in  HIV  Care  and  Prevention  Services 


LETTER  OF  TRANSMITTAL 

To  the  Honorable  Art  Agnos,  Mayor,  and  to  the  People  of 
San  Francisco: 

In  January,  1989,  Mayor  Agnos  appointed  a  blue-ribbon 
citizens  committee  to  formulate  a  plan  that  would  indicate 
what  we  could  do  as  a  community  to  combat  the  spread  of  HIV 
and  provide  proper  care  for  persons  with  AIDS. 

The  Task  Force  of  20  members  was  selected  to  represent  a 
broad  cross-section  of  the  community.     It  includes  leaders 
from  government,  business,  and  religious  and  community 
organizations.     Some  of  the  Task  Force  members  took  on  this 
assignment  as  experts  in  the  field;  others  had  been  involved 
in  a  more  modest  way  in  education,  treatment  or  counseling 
roles;  a  few  had  only  general  knowledge  of  the  epidemic  and 
its  impact  on  the  coimnunity.    Two  people  on  the  Task  Force 
are  HIV  positive,  and  one  of  them  has  developed  AIDS. 

During  the  past  12  months,  the  Task  Force  has  set  out  to 
fulfill  its  charge.     It  has  taken  every  possible  initiative 
to  educate  itself,  examine  alternative  ideas  and  arrive  at  a 
broad  consensus  about  the  actions  it  should  recommend.  It 
has  met  as  a  group  and  in  sub-committees.     It  has  consulted 
with  local  and  national  leaders  in  the  battle  against  the 
HIV  epidemic.     It  has  met  with  care  providers  and  persons 
with  AIDS.     It  has  reviewed  efforts  underway  and  planned  in 
other  communities.    The  Task  Force  has  done  this  with  all 
deliberate  speed.    Task  Force  members  are  painfully  aware 
that  we  can  ill-afford  any  further  delay  in  implementing  the 
urgent  policy  proposals  that  follow. 

As  this  report  is  being  released,  the  San  Francisco  model  is 
severely  threatened  by  demands  that  have  overwhelmed  its 
resources.    Unless  this  report  is  acted  on  by  all  of  us  the 
San  Francisco  model  will  collapse. 

The  HIV  epidemic  is  the  single  most  serious  threat  our  City 
can  anticipate  as  we  begin  the  decade  of  the  1990s.     It  will 
affect  all  of  us  one  way  or  another.     It  is  imperative  that 
we  all  join  together  in  common  purpose  to  save  lives,  help 
those  who  become  ill  and  preserve  the  vitality  and  character 
of  our  City.    Our  report  outlines  in  principle  what  needs  to 
be  done.     The  details  of  how  this  will  be  accomplished  will 
be  further  elaborated  in  formal  and  informal  communications 
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with  public,  private  and  coramunity  leaders,  organizations 
and  institutions  in  the  months  ahead. 

The  submission  of  this  report- does  not  mark  the  conclusion 
of  our  work.     Rather,  it  signifies  the  start  of  a  new  phase 
of  our  efforts.    We  plan  to  discuss  our  findings  with  people 
throughout  the  community.     We  must  enlist  their  support  for 
what  needs  to  be  done.    We  want  to  work  with  them  and  others 
to  help  implement  these  critical  initiatives  that  are  so 
vital  to  the  public,  spiritual  and  economic  health  of  our 
community. 

It  has  been  an  honor  and  a  privilege  for  me  to  chair  the 
Task  Force.    Our  distinguished  members  have  been  hard 
working,  thoughtful  and  cooperative  as  they  have  executed 
this  important  assignment.     They  have  done  their  work  and 
done  it  well.    Special  thanks  are  also  due  to  the  Mayor's 
Office,  the  AIDS  Office  at  the  City  Department  of  Public 
Health  and  to  other  City  agencies.    Financial  and  other 
support  has  been  provided  by  Kaiser  Foundation  Hospital, 
Levi  Strauss  and  Co.,  and  Morrison  &  Foerster. 


Don  Francis,  M.D.  D.Sc. 
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EXECUTIVE  SUMMARY 

San  Francisco  has  faced  a  decade  of  loss  with  courage, 
capability,  and  compassion.     Over  the  last  ten  years,  our 
city  has  seen  the  AIDS  epidemic  claim  thousands  of  lives, 
rob  us  of  talent  and  productivity,  and  steadily  drain  our 
human  and  economic  resources . 

Our  response  has  set  an  example  for  the  nation.     Led  by 
seemingly  tireless  volunteers  and  far-sighted  public  and 
private  sector  leaders,  we  have  provided  education,  care, 
and  comfort. 

But  what  we  have  done  —  and  can  do  —  is  being  outpaced  by 
what  needs  to  be  done. 

Here  is  the  sad  truth:     In  the  next  decade,  more 
San  Franciscans  will  live  and  die  with  AIDS  than  in  the 
last.     Caseloads  and  costs  are  rising.     The  San  Francisco 
model  of  AIDS  education  and  care  is  near  collapse. 

We  Can  Choose  to  Save  Lives 

We  are  not  helpless.    We  can  choose  life  over  death. 

We  can  reduce  the  ntimber  of  new  HIV  infections,  prolong  the 
lives  of  those  infected  and  provide  humane  and  cost 
effective  care  for  those  who  are  ill. 

We  have  a  hiimanitarian  obligation  to  make  these  choices  — 
and  we  have  a  practical  obligation  as  well.     The  gaps  we 
leave  in  prevention  and  care  will  grow,  and  as  they  grow 
they  will  consume  increasing  human  and  capital  resources . 

Meeting  the  challenge  of  AIDS  in  the  1990s  demands 
contributions  from  the  greater  community.     All  members  of 
San  Francisco's  family  will  need  to  play  a  part  —  city 
government,  business  and  religious  communities, 
professionals  in  every  arena,  educators,  families  and 
friends.    We  cannot  afford  spectators. 

But  even  with  new  commitments  from  each  of  us,  federal  and 
state  government  must  play  a  key  role.     AIDS  has  struck 
San  Francisco  like  a  disaster,  and  we  require  disaster 
relief  in  order  to  cope. 

What  Needs  to  be  Done 

The  Mayor's  HIV  Task  Force  set  out  on  a  "search  and  define" 
mission  no  one  had  undertaken  before.     The  Task  Force, 
assembled  from  the  City's  diverse  communities,  examined  AIDS 
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related  services  in  three  areas:     prevention,  medical 
intervention  for  those  who  are  infected  with  HIV,  and 
general  health  care.     In  each  of  these  areas,  our  community 
has  made  impressive  accomplishments.     In  each  area,  there 
are  urgent  needs  requiring  our  immediate  attention. 

The  AIDS  virus  continues  to  spread  in  our  city.     Safe  sex 
education  and  other  prevention  efforts  give  us  the  means  to 
greatly  reduce  HIV  transmission.    What  prevents  us  from 
widespread  implementation  of  those  prevention  efforts? 
Inadequate  funding  and  other  restrictions. 

We  must  expand  education  aimed  at  the  general  population, 
but  we  must  make  an  even  greater  commitment  to  groups  at 
most  risk.    Many  in  our  city  —  gay,  bisexual,  and 
heterosexual  —  continue  to  have  unsafe  sexual  contracts . 
Toung  people,  especially  those  who  drop  out  of  school,  are 
homeless,  or  trade  in  sex,  are  particularly  at  risk  for  HIV 
infection.     In  the  years  ahead,  we  will  see  an  increasingly 
large  share  of  new  HIV  infections  among  injection  drug  users 
(IDUs) . 

We  can  prolong  the  productive  lives  of  people  already 
infected.     Several  prophylactic  drugs  exist  which  have  been 
proven  to  slow  the  progression  of  HIV  and  AIDS.     Month  by 
month,  year  by  year,  new  therapies  will  become  available. 

But  many  HIV  infected  people  do  not  benefit  from  therapies 
and  care  which  could  prolong  their  lives.    Why?  Because 
they  do  not  know  their  HIV  status,  or  do  not  have  access  to 
long-term  medical  care,  proper  medications  or  appropriate 
counseling. 

San  Francisco's  unique  network  of  AIDS-related  services  has 
given  city  residents  the  ability  to  live  longer,  receive 
comprehensive  care,  and  spend  less  time  in  the  hospital. 
Quality  outpatient  services  have  kept  AIDS-related  medical 
costs  down  in  San  Francisco. 

But  today,  local  AIDS  agencies  are  facing  mounting  caseloads 
and  level  funding.    This  cruel  paradox  —  more  need, 
unchanged  resources  —  makes  it  difficult  to  deliver 
critical  care  and  support  services .     Residential  care 
facilities  are  already  operating  at  capacity.  Housing, 
adult  day  care  and  other  vital  services  —  all  focused  on 
saving  lives  and  money  —  are  in  short  supply. 

The  Mayor's  HIV  Task  Force  has  made  53  specific 
recommendations.     Each  one  is  directed  at  a  single  goal: 
enabling  the  city  to  fight  AIDS  more  humanely  and 
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effectively.     Among  these  recommendations,  our  report 
identifies  the  urgent  need  to: 

•  Step  up  safe  sex  education  campaigns  for  the  whole 
coiranunity,  focusing  on  communities  at  greatest  risk 
of  new  infection,  including  gay  and  bisexual  men, 
youth,  people  in  the  sex  industry,  injection  drug 
users  and  their  partners. 

•  Make  drug  treatment  programs  available  "on  demand." 

•  Create  incentives  for  treatment  programs  by  easing 
participation  requirements,  extending  hours  of 
operation,  opening  treatment  centers  in  locations 
more  accessible  to  clients,  and  providing  child 
care  in  treatment  facilities. 

•  Create  a  program  to  evaluate  the  effect  of  the 
provision  of  sterile  injection  equipment  to 
injection  drug  users. 

•  Give  all  HIV-infected  people  access  to  early 
intervention  services,  including  appropriate 
medical  and  social  services  and  prophylactic  drugs . 

•  Ensure  that  all  HIV  infected  people  have  access  to 
a  counselor/advisor  who  can  provide  or  refer  them 
to  assistance  with  financial,  medical,  or  personal 
concerns . 

•  Systematically  trace  unmet  needs  as  identified  by 
counselor/advisors . 

•  Appoint  an  HIV  Standards  of  Practice  Committee  to 
establish  the  basic  standard  of  medical  care 
appropriate  for  HIV  infection. 

•  Provide,  through  City  and  private  health  insurance  — 
plans,  benefits  consistent  with  services  and  drugs 
identified  by  the  HIV  Standards  of  Practice 
Committee . 

•  Establish  more  residential  care  facilities  for  HIV- 
infected  people. 

•  Improve  the  current  health  care  cost  reimbursement 
system.    This  is  possible  only  by  taking  a  number 
of  actions: 
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•  insurers  should  broaden  their  definition 
of  covered  care  to  include  attendant, 
respite  and  day  care; 

•  reimbursement  rates  for  sub-acute  care 
i                               must  be  raised; 

•  MediCal  should  revise  reimbursement 
guidelines  to  reflect  the  types  of  health 
care. required  by  people  with  AIDS  and 
HIV. 

•  Establish  innovative  recruiting  programs  to  hire 
and  train  home  health  aides  and  increase  health, 
transportation  and  support  services  that  allow  ill 
people  to  remain  at  home. 

•  Recruit  talent  and  resources  from  the  private 
sector  to  help  community-based  organizations 
deliver  services.     Generate  supplementary  funds, 
supplies  and  equipment  for  these  organizations. 

We  can  do  these  things  —  and  others.    And  we  can  save 
lives.    Again  and  again,  the  people  of  San  Francisco  have 
demonstrated  that  we  have  the  courage  and  the  compassion  to 
do  what  must  be  done.    We  have  identified  the  capabilities 
in  our  community.    As  a  leader  in  AIDS  prevention  and  care, 
we  are  rich  in  the  resources  of  talent,  imagination,  and 
creativity.    We  are  not  rich  in  capital  resources  —  and 
every  day  we  wait,  that  situation  worsens.    With  help  from 
our  immediate  family  of  coimnunities  in  San  Francisco,  and 
from  the  State  and  Federal  governments,  we  can  choose  short 
term  expenditures  for  long  term  benefits,  logic  over  illogic 
and  life  over  death. 


104 


MEMBERS  OF  THE  MAYOR'S  HIV  TASK  FORCE 


Don  Francis,  M.D.,  D.  Sc. 
Chair 

Frank  D.  Alvarez 

Medical  Center  Administrator 

Chief  Executive  Officer 

Kaiser  Perraanente  Medical  Center 

Jon  Cole 
PWA  Hotline 

Martin  E>elaney 
Co-Executive  Director  & 

President,  Board  of  Directors 
Project  Inform 

Libby  Denebeim 
President 

San  Francisco  Board  of  Education 

Landy  F.  Eng 
President 

C . B . C .  International 

Kathleen  V.  Fisher 

Managing  Partner 

Law  Office  of  Morrison  & 

Foerster 

Mary  Foley 
President 

Califoimia  Horses  Association 

Jim  Foster 
Member 

San  Francisco  Health  Commission 

Carlton  Goodlet,  M.Di 
Editor  &  Publisher 
Sun  Reporter 

Shirley  Gross 
Executive  Director 
Bayview  Hunter's  Point 
Foundation 


Anita  Kline,  M.S.W. 

Social  Workers  AIDS  Network 

Congresswoman  Nancy  Pelosi 
Alternate:     Steve  Morin 
Health  Assistant 

Will  Lightbome  General 
Director 

Catholic  Charities 

Lee  C.  Smith 
President 

Levi  Strauss  International 

Rt.  Rev.  William  E.  Swing 
Episcopal  Bishop  of  California 
Alternate:    Rev.  John  W. 
Tumbull 

Assistant  to  the  Bishop 
Episcopal  Diocese  of  California 

Paul  Volberding,  M.D. 
Director 

AIDS  Activities  Division  and 
Chief 

Medical  Oncology  Division 

San  Francisco  General  Hospital 

Carolyn  Wean 

Vice  President  and  General 

Manager 

KPIX 

Timothy  R.  Wolf red 
Former  Executive  Director 
San  Francisco  AIDS  Foundation 


Dr.  Robert  Kirschner, 
Rabbi 

Temple  Emanu-el 


105 


INTRODUCTION 

When  future  generations  of  San  Francisco  residents 
look  back  at  this  time  in  our  City's  history  and  take 
measure  of  our  courage,  capabilities  and  compassion,  two 
major  events  are  likely  to  dominate  their  judgements:  our 
response  to  the  earthquake  in  1989  and  to  the  HIV  epidemic. 

In  the  case  of  the  earthquake  —  a  mere  15  seconds 
in  duration  —  13  lives  were  lost,  thousands  of  families 
were  left  without  food  or  shelter  and  billions  of  dollars  of 
property  was  damaged. 

In  facing  this  catastrophe,  our  community  came 
together  in  an  unprecedented  way.     We  did  what  we  had  to  do 
to  help  the  City  and  its  residents  cope,  recover,  and  face 
the  future  with  optimism. 

We  had  significant  help  from  others,  but  it  was 
primarily  the  inspiring  response  of  our  own  community  that 
lifted  our  spirits  and  lessened  the  consequences  of  this 
terrible  disaster. 

The  HIV  epidemic  has  been  with  us  for  almost  10 
years.     The  harm  it  has  caused  has  been  less  visible  in  some 
ways,  but  even  more  devastating.     More  than  5,000  City 
residents  have  died.     Countless  numbers  more  of  us  already 
grieve  the  loss  of  people  we  knew  and  loved.     The  impact  of 
the  epidemic  on  the  economic,  social  and  cultural  life  of 
the  City  is  also  incalculable. 

As  in  the  case  of  the  earthquake,  San  Francisco's 
response  to  the  HIV  epidemic  has  been  extraordinary.  We 
have  done  more  to  educate  our  community,  prevent  the  spread 
of  the  vimis,  and  care  for  infected  persons  than  any  other 
city.     In  the  face  of  death,  we  have  affirmed  life;  in  the 
face  of  pain,  we  have  offered  hope. 

^     All  these  efforts  have  been  provided  by  caring 
family  members,  lovers,  colleagues  and  friends,  skilled  care 
providers,  visionary  community  leaders  and  legions  of 
dedicated  volunteers . 

We  have  done  so  much,  and  yet  we  have  won  only  a 
partial  victory.    When  we  look  at  the  future  impact  of  this 
epidemic,  we  see  problems  and  challenges  far  greater  than 
any  we  have  faced  thus  far. 

This  community  and  its  people  can  triumph  over  the 
deadly  Human  Immunodeficiency  Virus.     But  we  can  do  so  only 
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if  we  fully  mobilize  the  talent,  energy  and  resources  of  the 
entire  City. 

We  can  further  reduce  new  infections  if  we  want  to. 
We  can  prolong  the  healthy  lives  of  those  infected  if  we 
want  to.    We  can  more  humanely  and  economically  care  for 
those  dying  if  we  want  to. 

The  HIV  epidemic  requires  bold  action,  not 
timidity.     It  requires  individuals,  groups  and  institutions 
to  work  together  in  new  partnerships,  not  the  promotion  of 
narrow  self-interest.     It  requires  risk  taking,  not  caution. 
It  requires  the  defeat  of  old  fears  and  prejudices,  not 
their  perpetuation. 

Today  there  may  still  be  people  in  our  City  who 
have  not  lost  a  family  member,  lover,  friend  or  acquaintance 
to  AIDS.     Within  three  years  that  will  no  longer  be  the 
case.    The  number  of  people  with  HIV  infections  will 
continue  to  increase;  the  number  of  those  who  will  have  died 
will  nearly  double. 

Soon,  the  faces  of  too  many  new-born  babies,  young 
women,  fathers  and  brothers  will  be  added  to  the  gallery  of 
lives  cut  short  by  this  dread  disease.    They  will  be  black, 
white,  yellow  and  bro%m,  rich  and  poor,  and  of  every 
religious  persuasion.     They  will  be  us. 

We  now  face  a  choice,  and  the  choice  is  clear.  We 
can  fail  to  act  and  suffer  the  consequences  of  preventable 
casualties.    Or,  we  can  seize  the  initiative  and  stem  the 
loss  of  lives  —  for  individuals  and  our  community. 

This  report  outlines  what  our  City  can  do  —  with 
all  of  us  vTorking  together  —  to  prevent  the  spread  of  the 
virus  and  provide  proper  care  to  those  who  are  its  carriers. 
It  is  a  call  to  action  and  a  statement  of  immediate  needs . 

The  recommendations  are  costly,  and  they  will  be 
difficult  to  implement.    They  outline  what  we  can  and  must 
do  to  save  and  prolong  life. 

AIDS  is  not  juaL  another  fatal  disease.  It  is 

preventable.     It  is  not  casually  transmitted.     It  is,  at 

least  partially,  treatable.     It  will  get  worse  if  it  is 
ignored.     It  is  an  epidemic. 

Our  city's  pioneering  leadership  in  combatting  the 
HIV  epidemic  during  the  1980s  made  San  Francisco's 
initiatives  an  international  model.    What  we  do  in  the 
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future  here  will  profoundly  influence  the  health  and  well 
being  of  the  entire  global  coimnunity. 

We  urge  you  to  give  this  report  and  its  proposals 
your  prompt  and  most  serious  consideration.    And  we  hope 
each  reader  will  accept  responsibility  to  help  our  City 
respond- effectively  and  compassionately  to  the  epidemic. 


We  need  the  support  of  everyone  in  San  Francisco  to 
save  lives,  alleviate  suffering  and  sustain  the  finest 
traditions  of  this  caring  City. 
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GUIDING  PRINCIPLES 

*  We  value  life.    We  are  concerned  with  the  quality 
of  life  of  all  members  of  our  community. 

*  AIDS  must  receive  our  urgent  and  special 
attention . 

*  We  must  act  to  take  advantage  of  the 
opportunities  we  have  to  save  and  prolong  life.     If  we 
don't,  more  people  will  become  infected,  more  people  will 
die.    We  will  all  suffer  more  pain  and  bear  enormous 
personal  and  financial  costs  and  weaken  the  resources  of  the 
City.     Not  to  act  would  be  contrary  to  the  connnunity's  self 
interest. 

*  Those  who  battle  against  any  life  threatening 
disease  deserve  our  support  and  compassion.     Acts  of 
discrimination  against  those  who  are  ill  are  shameful . 

*  We  know  that  homophobia,  racism  and  poverty  have 
each  played  a  role  in  allowing  the  HIV  epidemic  to  grow  to 
its  present  proportions.     Discrimination  is  an  enemy  of  the 
fight  against  AIDS. 

*  State  and  Federal  Governments  have  an 
irreplaceable  and  essential  role  to  play  in  guiding  and 
financing  the  response  to  this  epidemic.    As  with  any  large 
disaster,  the  Federal  government  must  help  communities 
provide  for  the  urgent  needs  of  their  residents. 

*  To  succeed  «re  must  also  have  more  help  from  all 
sectors  of  San  Francisco.     Business  and  labor  can  help, 
religious  and  civic  organizations  can  help,  political  and 
civic  leaders  can  help,  and  every  individual  can  help.  This 
may  involve  offering  time,  money,  talent  or  understanding. 

*  Where  existing  treatment  and  prevention-models 
work,  they  should  be  supported  and  expanded;  wherever  the 
current  system  is  deficient,  new  models  must  be  developed. 

*  The  cost  of  meeting  the  challenge  of  the  HIV 
epidemic  will  be  great,  but  the  cost  of  failing  to  do  so 
will  be  far  greater. 

*  HIV  prevention  and  treatment  -programs  not  only 
have  an  impact  on  the  epidemic  itself,  but  also  can 
contribute  to  the  prevention  of  drug  use,  drug-related 
crime,  other  diseases  and  social  problems,  and  the 
organization  and  delivery  of  health  and  human  services . 
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GOALS 

*  Our  goal  is  to  stop  the  AIDS  epidemic  by  having 
everyone  completely  avoid  high-risk  sexual  and  drug-use 
behaviors . 

*  Our  goal  is  to  minimize  disease  for  those  already 
infected  by  making  state-of-the-art  intervention  programs 
available  to  all  HIV-infected  persons. 

*  Our  goal  is  to  meJce  avails^sle  quality,  efficient 
and  effective  care  in  the  least  restrictive  environment  for 
all  people  with  AIDS  in  our  community. 

*  Our  goal  is  to  set  up  a  system  and  identify 
sources  of  funding  that  can  serve  as  a  model  for  other 
illnesses.     This  must  be  done  without  taking  resources  from 
other  people  in  need. 


ESSENTIAL  SUCCESS  FACTORS 

*  Community  recognition  of  the  unique,  grave  and 
extraordinary  consequences  of  the  HIV  epidemic  must  be 
obtained  and  there  must  be  a  conmiitment  of  the  human  and 
financial  resources  needed  to  tackle  the  HIV  emergency. 

*  Consensus,  coalitions  and  partnerships  must 
continue  to  be  built  among  all  our  city's  diverse 
communities  and  organizations  to  maximize  success. 

*  All  levels  of  government  —  local,  state  and 
federal  —  must  continue  to  %«ork  together  to  plan  and 
finance  the  delivery  of  HIV  services. 

*  Private  sector  efforts  must  complement  or  augment 
public  sector  efforts,  rather  than  duplicate  them. 

*  The  multiple ^IV-related  services  must  be  well 
coordinated  to  maximize  efficiency. 

*  As  much  as  possible,  HIV-related  services  must  be 
integrated  into  existing  services  and  structures. 

*  All  delivered  services  —  educational,  health, 
and  support  —  must  continue  to  be  culturally-, 
linguistically-,  and  value-sensitive  and  be  made  available 
in  convenient,  safe  locations. 

*  Infectious  diseases  like  AIDS  increase  their 
spread  as  personal  stress  increases.     Programs  should 
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therefore  be  designed  to  minimize  personal  stress  in  and 
around  infected  persons . 

*  Those  requiring  services  must  continue  to  be 
included  in  the  planning,  implementation  and  accountability 
of  AIDS-related  programs  and  services. 

*  There  must  be  continued  and  expanded  evaluation 
and  documentation  of  the  quality,  effectiveness  and  cost  of 
prevention  and  care  programs . 

\ 

*  All  those  who  are  or  may  beccnae  ill  must  receive 
help  without  regard  to  economic  status,  race,  life  style  or 
sexual  orientation. 


Ill 


SECTION  I.     PREVENTION  OF  NEW  HIV  INFECTIONS 

The  spread  of  HIV  is  not  a  problem  of  the  past. 
For  each  of  the  next  few  years,  hundreds  of  city  residents 
will  join  the  tens  of  thousands  of  San  Franciscans  who  are 
already  infected  with  HIV.    The  consequences  —  the  impact 
on  family  members  and  friends,  the  economic  loss,  the  civic, 
cultural,  and  social  loss,  the  impact  on  the  health  care 
system  —  will  be  tremendous. 

Considering  that  properly  designed  and  implemented 
programs  which  teach  people  how  to  prevent  HIV  infection  can 
eliminate  these  consequences,  such  continuing  transmission 
is  socially  unacceptable  and  unnecessary. 

It  is  the  shared  responsibility  of  government, 
business,  churches,  community  groups,  and  schools  to  teach 
all  San  Franciscans  how  to  prevent  AIDS.     Ultimately,  it  is 
the  responsibility  of  each  San  Franciscan  to  avoid  behavior 
that  is  dangerous .     The  only  way  to  minimize  the  spread  of 
this  virus  and  the  harm  it  causes  is  for  both  the  community 
and  its  citizens  to  make  this  commitment. 

Our  highest  priority  now  must  be  those  programs 
targeted  to  people  who  engage  in  high-risk  sexual  or  drug- 
using  behaviors.     But  at  the  same  time  we  must  continue  and 
improve  our  general  education  programs  geared  toward  all 
children  and  adults. 

Targeted  programs  must  address:  those  who  are 
already  infected  (to  train  them  how  not  to  infect  others) 
and  those  at  highest  risk  of  infection  (to  teach  them  how  to 
protect  themselves). 


A.     TARGET;     SEXUALLY  ACTIVE  PERSONS 

There  is  clear  evidence  that  the  educational 
programs  which  have  already  been  undertaken  have  made  an 
important  difference.     But  there  is  also  clear  evidence  that 
more  education  is  needed. 

Some  people  continue  to  believe  that  HIV  infection 
poses  a  threat  only  for  gay  men.  Others  still  believe  that 
only  intravenous  drug  users  are  at  risk. 

There  are  many  men  and  women  who  continue  to  have 
unsafe  sexual  contacts  with  partners  of  the  same  or  opposite 
sex. 
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Clearly,  these  individuals  still  have  not 
integrated  HIV  protection  into  their  lives.     The  high  rates 
of  sexually  transmitted  diseases  among  heterosexual  men  and 
women  and  the  documented  HIV  infections  among  homosexual  men 
are  direct  proof  that  unsafe  sexual  practices  still  occur. 
Low  risk  communities  which  do  not  heed  safer  sex  education 
now  may  face  escalating  rates  of  HIV  infection  in  the 
future . 

Young  people,  especially  those  outside  of  the 
education  system  —  dropouts,  homeless  youth,  street  youth, 
youth  in  the  sex  industry,  and  youth  in  the  criminal  justice 
system  —  are  particularly  at  risk  for  HIV  infection.  There 
is  evidence  that  they  have  a  higher  incidence  of  infection 
because  of  unsafe  sex,  multiple  partners,  and  the  exchange 
of  sex  for  money  or  drugs.    Many  youths  in  the  "mainstream" 
also  practice  behaviors  which  put  them  at  risk  for  HIV 
infection. 

The  surge  in  smoking  "crack"  cocaine  and  the 
associated  increase  in  sexually  transmitted  diseases  is  an 
increasing  factor  in  HIV  transmission. 

Major  Problems: 

*  Insufficient  resources  have  been  available  to 
augment  existing  safer  sex  programs  geared  towards  gay  and 
bisexual  men  and  young  adults.     This  is  true  both  for  whites 
and  members  of  ethnic  and  racial  minority  populations. 

*  Insufficient  resources  have  been  available  to 
augment  existing  neighborhood  prevention  programs  for  youths 
and  adults  in  areas  having  high  prevalences  of  HIV 
infection,  sexually  transmitted  disease  and/or  drug  use. 
Existing  educational  messages  and  delivery  systems  are  not 
adequately  targeted  for  the  diverse  groups  of  people  in  need 
of  this  life-saving  information. 

*  Insufficient  resources  have  been  available  to 
expand  aggressive,  one-on-one  counseling  services  to  help 
high  risk  individuals  prevent  infection.    These  persons 
include;  (1)  sexual  contacts  of  injection  drug  users; 

(2)  persons  with  sexually  transmitted  diseases  and  their 
partners;   (3)  youth  out  of  school;   (4)  individuals  trading 
sex  for  drugs;  and  (5)  couples  that  include  an  HIV-infected 
p>ersqn. 

*  A  large  number  of  San  Franciscans  still  do  not 
accept  their  vulnerability  to  HIV  infection.     There  is  not 
yet  an  adequate  and  comprehensive  set  of  education  and 
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prevention  programs  that  effectively  reaches  all  children 
and  adults  in  the  community. 

Recommendations : 

1.  Expanded,  on-going,  and  pervasive  prevention 
campaigns  are  needed  for  homosexual  and  bisexual  men  in 
order  to:     (a)  prevent  "slipping"  or  relapse  among  those  who 
have  adopted  safer  sex  practices;  (b)  reach  groups  whom 
surveys  show  to  be  less  likely  to  have  adopted  safer  sex 
practices;  and,  (c)  reinforce  community  norms  that  make 
safer  sex  the  expected  behavior. 

2 .  Neighborhood-based  street  outreach  and 
community  prevention  programs  need  to  be  augmented  in  those 
communities  having  a  high  incidence  of  HIV  infection, 
sexually  transmitted  diseases  and/or  prevalence  of 
intravenous  drug  use.    Prevention  messages  should  be 
developed  in  consultation  with  and  be  targeted  to  the 
specific  ethnic  and  racial  groups  within  these  high  risk 
communities.     Sensitive  and  trained  staff  must  be  available 
to  provide  current  AIDS  and  HIV  information,  safer  sex 
material,  condoms  and  bleach,  and  referrals  to  local  testing 
and  health  facilities  and  siibstance  abuse  treatment 
programs . 

3.  The  Department  of  Public  Health,  either 
directly  or  through  community-based  organizations  and 
private  physicians,  should  hire  enough  personnel  to  (1) 
ensure  that  all  persons  with  sexually  transmitted  diseases 
and  their  contacts  receive  counseling  sufficient  to  initiate 
change  and  maintain  safer  sexual  behavior, and,  (2)  expand 
targeted  street  outreach  to  out-of-school  youth  in  all 
ethnic  and  racial  communities  and  to  youth  involved  in  the 
sex  industry. 

4 .  The  Department  of  Public  Health  must  -ensure 
the  availability  of  ongoing  couple  counseling  services  to 
all  couples  that  include  an  HIV-infected  person  and  to 
sexual  partners  of  injection  drug  users. 

5.  All  HIV-infected  persons  should  be  identified 
through  voluntary  and  confidential  or  anonymous  testing 
programs  and  be  provided  life-long  medical,  behavioral  and 
psychosocial  follow-up  and  intervention  (See  Section  II). 

6.  Community,  religious,  business  and  other 
leaders  must  join  with  public  health  %rorkers  and  take  a  much 
more  active  role  in  convincing  the  wider  San  Francisco 
community  that  this  virus  poses  a  real  threat  to  everyone 
and  that  there  are  relatively  simple  ways  to  avoid  that 
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risk.     Stress  clearly  needs  to  be  placed  on  women,  who, 
together  with  their  babies,  will  increasingly  share  a  larger 
burden  of  infection  and  disease. 


B.     TARGET:     INJECTION  DRUG  USERS 

Injection  drug  users  (IDUs)  are  at  grave  risk  for 
HIV  infection.     As  the  epidemic  includes  a  larger  nxamber  of 
injection  drug  users,  their  sexual  partners  and  their 
children,  many  of  the  assumptions  regarding  patterns  of 
prevention  and  care  developed  for  non-drug  using  gay  and 
bisexual  men  may  require  considerable  modification.     This  is 
because  the  IDU  population:   (a)  is  30%-40%  female;   (b)  is 
frequently  of  lower  socio-economic  strata;   (c)  includes  a 
higher  percentage  of  African-Americans  and  Latinos;   (d)  is 
more  often  without  health  insurance  and  material  resources, 
including  access  to  stable  housing;   (d)  is  often  drug 
dependent;  and,   (e)  has  different  HIV-related  clinical 
symptoms  from  those  of  gay  and  bisexual  men. 

We  have  learned  a  lot  about  education  programs  in 
the  process  of  designing  and  delivering  these  programs  to 
gay  men.     We  are  also  learning  more  about  such  programs  for 
IDUs.    We  must  continue  to  pursue  promising  models  that  show 
success  in  preventing  drug  use  or  treating  users. 

IDUs  are  found  among  members  of  all  races,  in  every 
neighborhood,  and  across  all  economic  and  social  groups. 
When  talking  of  IDUs  it  is  more  relevant  to  speak  of  "us" 
rather  than  "them." 

There  are  many  factors  that  can  lead  to  use  of 
addictive  drugs.     Surely  one  of  the  most  significant  of 
these  is  the  despair  that  can  result  from  discrimination  and 
poverty.     In  addition  to  drug  treatment  and  HIV  education 
programs,  we  need  broader  societal  efforts  to  correct 
oppressive  socioeconomic  conditions,  especially  among  people 
of  color. 


Major  Problems t 

*  As  a  community  (and  as  a  country)  we  deliver 
mixed  messages  eJx>ut  dangerous  substances  by  seemingly 
sanctioning  the  use  of  some  drugs  and  condemning  the  use  of 
others.     Current  drug  use  prevention  programs  are  hampered 
by  this  apparent  inconsistency. 

*  Norm  changing  drug  prevention  programs  are 
insufficiently  funded  to  be  effective. 
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*  There  are  an  inadequate  nxunber  of  treatment  slots 
available  for  addicted  drug  users  who  want  to  get  off  drugs. 
At  some  treatment  facilities,  those  who  are  seeking 
treatment  must  wait  several  weeks  to  be  enrolled  in  an 
appropriate  program. 

*  Very  few  dxnig  treatment  slots  are  available  for 
addicted  women,  including  addicted  pregnant  v^men.  Because 
many  facilities  are  not  able  to  acconanodate  families, 
addicted  women  undergoing  treatment  in  residential  prograuns 
are  often  separated  from  their  children  and  families . 
Almost  no  services  are  availadsle  for  addicted  women, 
including  addicted  pregnant  vromen. 

*  There  are  significant  disincentives  for  using 
drug  treatment  programs.     These  disincentives  may  discourage 
drug  users  from  participating  in  such  programs: 

(a)  The  rules  for  entering  and  remaining  in  these 
programs  are  very  stringent  and  frequently 
discourage  all  but  the  very  committed  from 
treatment; 

(b)  There  are  too  few  kno\im  ways  to  treat  drug 
addiction.    State-of-the-art  behavior  change 
programs,  including  long-term  counseling  and 
support  services  for  drug  users  and  their 
sexual  partners,  have  not  been  sufficiently 
funded; 

(c)  While  methadone  treatment  exists  for  heroin 
addicts,  there  are  fewer  options  to  treat 
cocaine  addiction; 

(d)  Although  the  effectiveness  of  treatment 
programs  is  directly  related  to  retention  time 
in  treatment,  there  are  very  few  long-term 
services  available. 

*  Due  in  part  to  the  lack  of  personal  injection 
equipment  or  disinfection  solution,  injection  drug  users 
often  share  contaminated  injection  paraphernalia. 

*  Only  a  small  percentage  of  injection  drug  users 
have  been  tested  for  HIV  and  few  programs  are  available  to 
treat  asymptomatic  HIV-positive  injection  drug  users. 

*  The  establishment  of  community-based  treatment 
programs  is  hampered  by  the  "not-in-my-backyard"  syndrome. 
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*  Many  IDUs  are  medically  addicted  to  drugs.  They 
must  have  their  drugs  and  getting  drugs  dominates  their 
lives.     There  is  often  little  value  attached  to  anything 
else,  including  HIV  prevention. 

Recommendations : 

1.  Fund  and  support  expanded,  aggressive,  well- 
designed  and  long-term  drug  prevention  programs  to  include 
culturally  and  ethnically  relevant  AIDS  education  for  youth 
at  high-risk  for  drug  involvement.      Young  people  must  be 
taught  the  risks  and  dangers  of  drug  involvement  before 
experimentation  begins . 

2 .  Promote  a  city-wide  campaign  to  build  consensus 
around  the  need  for  drug  prevention  and  drug  treatment 
programs,  including  the  establishment  of  neighborhood 
treatment  facilities.     Such  a  campaign  must  define  chemical 
and  substance  abuse  in  a  non- judgmental  manner.     It  should 
present  substance  abuse  as  a  medical  problem  involving 
people  with  addictive  personalities,  rather  than  just  a 
judicial  problem  involving  criminals .     A  guiding  philosophy 
should  be  that  "acceptance"  is  key  to  enlisting,  retaining 
and  modifying  high  risk  behaviors . 

3.  Make  available  cost-free  drug  treatment  (both 
methadone  maintenance  clinics  and  residential  progreims)  on 
demand  for  all  injection  drug  users  who  desire  treatment  for 
their  addiction.     Once  treatment  slots  are  available, 
implement  aggressive  outreach  programs  to  recruit  drug  users 
into  treatment. 

4.  Expand  both  in-  and  out-patient  detoxification 
and  12-Step  programs. 

5.  Require  less  stringent  rules  for  entering  and 
remaining  in  treatment  programs . 

6.  Utilize  a  variety  of  strategies^  to  encourage 
the  ongoing  use  of  drug  treatment  and  prevention  programs, 
including  the  availability  of  long-term  treatment  services, 
operation  of  programs  for  extended  hours,  the  use  of  mobile 
treatment  vans  and  24-hour  satellite  clinics  in  medical 
facilities  and  the  expansion  of  community  storefront 
facilities . 

7.  Expand  drug  treatment  programs  for  women  and 
locate  these  programs  where  they  are  more  easily  accessible 
to  women.     Expand  programs  which  allow  women  with  children 
to  undergo  treatment  without  being  separated  from  their 
families . 
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8.  Ensure  that  family  planning,  prenatal  care  and 
safer  sex  education  programs  are  included  as  part  of  all 
drug  treatment  programs. 

9.  Design,  implement  and  evaluate  sustained 
programs  for  treatment  of  stimulant  addiction,  including  new 
and  effective  ways  to  treat  injection  cocaine  users. 
Encourage  research  examining  these  alternatives  in 

San  Francisco. 

10.  Train  all  injection  drug  users,  through  drug 
treatment  facilities  and  street  outreach  programs,  how  to 
clean  injection  equipment  and  the  importance  of  adherence  to 
this  practice.     Such  training  programs  should  encourage  HIV 
testing  of  injection  drug  users  and  their  entry  into  early 
intervention  and  drug  rehabilitation  programs . 

11.  Expand  programs  to  ensure  that  health  workers 
maintain  contact  with  all  out-of-treatment  injection  drug 
users  to  provide  information,  support  and  access  to 
treatment  programs . 

12 .  As  part  of  a  comprehensive  program  to  reduce 
HIV  transmission,  establish  a  pilot  program  to  provide 
injection  drug  users  with  sterile  injection  equipment.  The 
program  should  be  carefully  monitored  and  evaluated  with 
special  attention  given  to  any  adverse  effects  such  as 
increasing  drug  use  among  participants  (see  Appendix  1). 

13.  Expand  routine,  voluntary  HIV  testing  programs 
into  all  locations  where  addicts  seek  treatment  and  as  part 
of  street  outreach  programs. 

14 .  Establish  early  intervention  programs  for  HIV- 
positive  injection  drug  users  and  their  sexual  contacts  in 
close  proximity  to  drug  treatment  centers  and  in  high 
prevalence  communities  (Section  II). 

15.  Public  housing  and  private  residential  - 
facilities  should  designate  specific  slots  for  families  in 
recovery.     Public  housing  community  centers  should  be 
targeted  as  sites  for  education,  prevention,  treatment  and 
rehabilitation  services  for  the  prevention  of  substance 
abuse  and  the  spread  of  HIV  infection. 

16 .  Make  available  supportive  foster  and  adoptive 
care  for  infants  born  to  HIV  infected  mothers.     Explore  ways 
to  reimburse  grandparent  and  intrafamily  care. 

17 .  Develop  and  evaluate  new  and  innovative  drug 
treatment  and  prevention  programs  to  minimize  the  risk  of 
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HIV  infection  and. maximize  the  chance  of  drug  avoidance 
County  and  private  mental  health  agencies  and  academic 
researchers  must  be  challenged  to  develop  and  evaluate 
community  based  state-of-the-art  behavior  modification 
programs . 
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SECTION  II.   EARLY  INTERVENTION 

In  addition  to  all  of  the  efforts  we  must  take  to 
prevent  new  infections,  we  must  be  equally  concerned  about 
slowing  disease  progression  in  those  already  infected. 
Evidence  suggests  that  preventive  treatment  will  prolong 
productive  life,  decrease  hospitalization  episodes,  and  may 
decrease  overall  medical  costs.     It  is  essential  that  all 
HIV-infected  persons  have  access  to  ongoing  prevention  and 
treatment  programs. 

Recently,  two  major  interventions  have  been 
approved  for  widespread  application,  AZT  (zidovudine)  and 
aerosol  pentamidine.     These  medications  have  prophylactic 
value  when  given  before  or  after  the  onset  of  clinical 
disease.    With  time,  other  treatments  will  be  discovered 
that  can  be  used  as  effective  interventions. 


Major  Problems: 

*  Not  all  HIV-infected  persons  know  they  have  been 
exposed  and/or  are  unaware  of  their  antibody  status. 

*  Not  all  HIV-infected  persons  understand  the 
importance  of  early  medical  intervention  and  many  fear  the 
stigma  and  discrimination  that  may  result  from  a  positive 
test  result. 

*  Not  all  HIV-infected  persons  receive  medical 
follow-up  and/or  treatment. 

*  Not  all  HIV-infected  persons  who  do  receive 
medical  follow-up  receive  preventive  (behavior  and 
psychosocial)  counseling. 

*  Not  all  HIV-infected  persons  have  access  to 
counselors  who  can  advise  them  about  the  legal,  medical^ 
financial  and  health  insurance  issues  involved  in  their  HIV 
status . 

*  There  is  inadequate  monitoring  of  the  unmet  needs 
of  HIV-infected  persons. 

*  Because  of  low  reimbursement  rates  from  a  variety 
of  sources,  physicians  are  often  unwilling  to  provide  HIV- 
related  care. 
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Recommendations  t 

1.  Expand  current  educational  campaigns  to 
encourage  all  potentially  at-risk  persons  to  be  voluntarily 
tested. 

2.  Establish  routine  voluntary  anonymous  and/or 
confidential  testing  programs  in  all  sites  where  at-risk 
persons  seek  medical  care. 

3.  Remove  all  disincentives  to  being  tested. 
Ensure  that  high  quality  and  convenient  testing  facilities 
able  to  provide  test  results  rapidly  are  available  to  all. 
Specifically,  it  is  vital  that  testing  be  performed  with 
appropriate  pre-  and  post-test  counselling,  in  accordance 
with  strict  laboratory  standards  and  with  the  protection  of 
confidentiality.    Provide  accurate  benefits  and  legal 
counseling  to  persons  being  tested. 

4.  The  City  should  continue  to  ensure  that  HIV- 
positive  individuals  are  not  the  subject  of  illegal 
discrimination.    Additionally,  public  officials,  the 
business  community  and  civic  and  religious  leaders  should 
help  stamp  out  other  forms  of  harmful  discrimination. 

5.  All  persons  who  test  HIV  positive  must  have 
access  to  long-term  care,  known  as  early  intervention.  Such 
managed  care,  provided  by  professionals  knowledgeable  about 
the  latest  medical  and  public  health  aspects  of  HIV  and 
sensitive  to  the  language,  culture  and  values  of  the 
patient,  should  include:  regular  physical  examinations, 
laboratory  studies,  behavioral  counselling,  psychosocial 
support,  administration  of  medications  and  treatments  and 
information  and  referrals  appropriate  to  the  needs  of  the 
individual.     Such  care  should  include  access  to  prescription 
drugs  for  the  treatment  of  HIV  infections  or  for  the 
treatment  and/or  prevention  of  opportunistic  infections  or 
malignancies .  — 

6.  The  City  should  designate  an  HIV  Standards  of 
Practice  Committee  to  establish  the  basic  standard  of 
medical  care  appropriate  for  HIV  infection.  These 
recommendations  should  be  issued  initially  by  the  HIV 
Standards  of  Practice  Committee  no  later  than  April  1,  1990, 
and  updated  and  published  regularly  to  reflect  the  latest 
medical  developments. 

7.  No  person  should  be  denied  the  early 
intervention  services  discussed  eibove.     Such  services  should 
be  provided  by  private  insurers  where  possible.  These 
services  should  be  made  a  covered  benefit  under  the  City's 


121 


employee  health  programs.     In  addition,  the  City  should,  by 
example  and  otherwise,  actively  encourage  other  public  and 
private  employers  in  San  Francisco  to  provide  similar  health 
benefits  to  their  employees.     Those  without  these  benefits 
should  receive  these  services  through  publicly  funded 
programs . 

8.  Funding  for  early  intervention  services  should 
not  be  provided  at  the  expense  of  existing  medical  and 
public  health  programs,  and  will  therefore  require 
additional  resources  at  the  local,  state  and  federal  levels. 

9 .  San  Francisco  should  actively  advocate  for 
adequate  financial  incentives  be  available  for  providers 
supplying  early  intervention  services . 

10.  Although  it  is  not  necessarily  the  public 
sector's  responsibility  to  provide  all  early  intervention 
care,  it  is  the  public  sector's  responsibility  to  ensure 
that  each  and  every  HIV-infected  person  has  access  to  such 
care.    To  ensure  the  delivery  of  proper  care  and  services, 
each  infected  individual  should  have  access  to  a 
specifically  identified  person  who  will  serve  as  that 
individual's  counselor  and  adviser.    As  part  of  the  health 
care  team,  these  counselor/advisors  should  assist  infected 
persons  in  obtaining  the  various  services  required  and  to 
advise  them  regarding  the  medical,  legal,  and  financial 
implications  of  HIV  infection.     In  addition,  they  should 
counsel  the  HIV-infected  person  and  their  at-risk  contacts 
on  how  to  prevent  infection. 

11.  Establish  an  ongoing  system  to  assess  unmet 
needs  of  HIV-infected  persons.    All  case  managers  and 
counselor/advisors  must  be  joined  together  with  a  city-wide 
reporting  system  that  will  regularly  track  unmet  needs. 
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SECTION  III.   CONTINUUM  OF  CARE 

The  San  Francisco  model  is  collapsing  and  is  in 
desperate  need  of  additional  resources . 

Because  of  both  medical  advances  in  AIDS  care  and 
San  Francisco's  array  of  services,  San  Francisco's  HIV- 
infected  patients  live  longer  and  have  cut  down  the  time 
they  spend  in  hospitals.     From  1983  to  1987  median  survival 
time  for    San  Franciscans  with  AIDS  rose  from  11.1  to  15.6 
months,  a  41%  increase.     Decreased  hospital  usage  is  both 
beneficial  for  ill  persons  and  helps  keep  costs  down,  but 
hospital  stays  still  claim  considerable  resources. 
San  Francisco  has  the  hospital-bed  capacity  to  care  for  AIDS 
patients  requiring  acute  hospital  care. 

The  basis  of  care  for  HIV  disease  is  a  network  of 
comprehensive  services  available  to  all  infected  persons 
throughout  the  course  of  their  infection.  Medically 
appropriate  care  and  psychosocial  support  should  be 
available  in  convenient  and  safe  environments  that  are 
sensitive  to  differing  cultural  backgrounds  and  sexual 
orientations . 

Ideally,  these  services  are  delivered  in  outpatient 
settings  whenever  possible  in  order  to  minimize  expensive 
acute  hospital  services.     For  this  to  be  successful, 
extensive  networks  of  support  services  are  essential. 

The  heroic  contributions  of  San  Francisco's 
community-based  organizations  have  been  unmatched  in  any 
other  major  city.     Relying  heavily  on  volunteer  labor,  these 
organizations  have  done  an  outstanding  job  of  providing 
community  services  for  individuals  with  HIV  infection.  They 
often  provide  services  not  otherwise  available  through  the 
health  care  delivery  system.    Their  efforts  are  the  major 
building  block  of  what  has  been  praised  throughout  the  world 
as  "the  San  Francisco  model."  But  the  financial  resources  to 
provide  for  out-of-hospital  care  have  fallen  woefully  far 
behind  the  increasing  number  of  ill  persons.     In  addition, 
the  relative  number  of  volunteers  has  declined. 

An  additional  stress  to  the  care  system  will  arise 
in  the  future.    As  the  number  of  people  with  AIDS  rises,  and 
as  new  drugs  boost  their  life  expectancy,  AIDS  dementia  will 
increasingly  challenge  the  system.     People  with  even 
moderate  dementia  often  require  special  services,  including 
24-hour  supervision.  This  is  a  critical  issue,  given  the 
exhaustion  already  evident  among  health  care  professionals, 
para-professionals,  support  staff,  families,  loved  ones  and 
volunteers . 
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Major  Problems: 

*  AIDS-patients  often  must  remain  in  the  hospital 
when  it  is  no  longer  medically  indicated  because  there  is  no 
other  place  available  to  care  for  them. 

*  The  lack  of  adequate  housing  is  the  single 
greatest  non-medical  gap  in  care.    This  problem  has  an 
enormous  impact  on  the  home  delivery  of  all  treatments, 
whether  medicinal,  nutritional,  or  supportive,  all  of  which 
assume  access  to  a  clean  kitchen,  a  bathroom  and  a  bed  in  a 
heated  and  safe  setting.  Lack  of  housing  can  significantly 
affect  the  general  health  status  of  patients. 

*  Residential-care  facilities  are  already  at 
capacity  with  waiting  lists  and  the  demand  for  home-care 
services  is  running  ahead  of  projections. 

*  Some  health  insurers  still  do  not  pay  for  cost- 
saving  out-of -hospital  care. 

*  Because  low  reimbursement  rates  discourage  the 
private  sector  from  building  and/or  maintaining  sub-acute 
care  facilities,  there  is  a  great  under-supply  of  such 
facilities. 

*  Many  community-based  organizations  are  faced  with 
increasing  caseloads  and  relative  decreases  in  financial 
resources  and  volunteers.  They  will  need  additional  support 
to  provide  appropriate  assistance  to  the  changing  population 
of  HIV  infected  persons. 

*  HIV  patients,  because  of  their  rapidly 
fluctuating  medical  conditions,  do  not  always  fit  into  the 
available  modes  of  medical  and  housing  services  that  are 
structured  for  people  with  more  stable  conditions. 

*  There  are  inadequate  facilities  to  care  for  HIV 
dementia  patients. 

*  There  are  inadequate  adult  day-care  facilities 
and  insufficient  transport  to  move  patients  from  home  to 
these  facilities. 

*  There  are  inadequate  facilities  convenient  and 
sensitive  to  youth  available  to  treat  HIV-infected  and  ill 
youth  who  are  on  the  streets.    There  are  inadequate 
facilities  for  dzrug  treatment  progrsuos,  for  long-term 
housing,  and  for  hospital -based  services  for  homeless  and 
street  youth.    Neither  are  there  adequate  services  for  gay 
adolescents  who  are  likely  to  engage  in  high-risk  behavior. 
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*  The  eligibility  requirements  to  pay  for  services 
to  people  with  HIV  disease  are  sometimes  still  based  on  the 
restrictive  federal  epidemiologic  definition  of  AIDS  rather 
than  on  actual  physical  condition. 

*  There  are  inadequate  support  services  available 
to  friends,  families  and  health  care  professionals  who  care 
for  people  with  HIV  disease. 

*  Current  facility  licensing  regulations  can  act  as 
a  disincentive  to  private  and  non-profit  organizations  which 
want  to  establish  basic  residential  facilities  with 
custodial  care. 

*  The  cost  of  acute  hospital  care  will  increase  in 
proportion  to  the  increases  in  caseloads.  Adjusting 
budgets,  especially  fixed  public  budgets,  for  these 
increases  can  cause  considerable  budgeting  problems . 


Recommendations : 
ACUTE  CARE 

1.     Hospitals,  third  party  payers  and  public  payers 
must  adjust  their  budgets  to  accommodate  the  expected 
increase  in  patients . 

RESIDENTIAL  AND  HOME  CARE 

1.  Establish  more  places  to  house  HIV-infected 

persons . 

2.  Establish  more  residential-care  facilities  for 
ill  HIV-infected  persons. 

3 .  Encourage  health  care  insurers  to  broaden  their 
definition  of  covered  health  care  costs  to  include 
attendant,  respite,  and  day  care. 

4.  Urge  Medi-Cal  to:  1)  increase  reimbursement 
levels  for  home  care;  2)  provide  for  up  to  twenty- four  hours 
of  services  when  needed  and,  3)  allow  flex  time  or  split- 
shift  time  to  be  utilized  instead  of  the  current  consecutive 
hours  now  mandated. 

5.  Substantially  increase  home  health  and  support 
services,  including  attendant  care  and  home  maker  services, 
to  maintain  ill  people  at  home. 
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6.  Establish  innovative  recruitment  programs  to 
hire  and  train  home  health  aides . 

7.  Substantially  increase  day  care  services, 
including  transportation  programs,  for  those  people  who  are 
alone  during  the  day  while  their  primary  care  provider  is 
away . 

8.  Encourage  employers  to  allow  care-giving 
employees  to  utilize  flex  time  or  split-shift  time. 

9.  Increase  respite  services  to  relieve  the  burden 
on  families,  loved  ones  and  caregivers  who  attend  to  patient 
needs . 


SUB-ACUTE  CARE 

1 .  Provide  additional  sub-acute  care  beds ,  which 
were  in  short  supply  even  before  the  AIDS  epidemic.  The 
supply  of  sub-acute  care  facilities  must  be  increased  by 
raising  government  reimbursement  rates  to  cover  the 
realistic  costs  of  sub-acute  care. 

2.  Establish  a  multi-tiered,  primarily  sub-acute 
facility  which  will  allow  people  who  need  residential  care 
or  day  care  to  utilize  one  location  with  services  varied  to 
match  their  episodic  relapses  and  recoveries.     This  model, 
breaking  from  the  tradition  of  separate  institutions,  each 
with  a  single  level  of  service,  would  provide  services 
ranging  from  intensive  nursing  to  residence  halls  with  group 
meals . 

3.  Support  a  new  state  license  category  for 
residential  facilities  offering  custodial  care  with  a 
minimal  medical  staff.    As  license  standards  are  sorted  out, 
encourage  Medi-Cal  to  support  this  alternative  approach  to 
care  that  is  both  cost-effective  and  humane.  ^ 

4 .  To  provide  care  for  those  with  dementia ,  a 
small  number  of  secured  nursing  beds  must  be  provided. 


INCREASING  VOLUNTEER  SERVICES 

1.  Develop  and  implement  a  large-scale  centralized 
volunteer  recruitment  program  to  tap  into  corporate, 
religious,  service  club  and  other  volunteer  programs. 

2 .  Give  ongoing  support  and  training  to  community- 
based  organizations  to  build  administration  and  management 
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systems  to  maximize  the  retention  of  volunteers  and  prevent 
the  emotional  "burn  out"  that  often  accompanies  front  line 
responses  to  the  epidemic.     This  should  be  done  by  calling 
upon  the  talent  and  resources  of  the  private  sector. 

3.  Generate  supplementary  funds,  supplies  and 
equipment  for  the  Infra-structure  of  community  based 
organizations  that  will  continue  to  render  critical  services 
to  HIV  Infected  persons,  their  families  and  loved  ones. 

YOUTH 

1.  Expand  facilities  sensitive  to  the  needs  of 
youth  on  the  streets  to  treat  the  medical  and  psychosocial 
problems  associated  with  HIV  and  other  sexually  transmitted 
diseases .     These  services  should  be  delivered  to  youth  in 
convenient  neighborhood  locations. 

2.  Deliver  appropriate  and  accessible  medical, 
psychiatric  and  support  services  that  are  confidential  and 
affordable  (or  free  of  charge)  to  youth  in  need. 
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APPENDIX  1 

Policy  Recommendations  of  the  Mayor's  HIV  Task  Force 
on  Clean  Needle  Exchange 


1989 


Several  areas  of  the  world  have  provided  sterile  Injection  equipment  to 
drug  addicted  persons.    The  conclusions  to  date  from  the  experience  at  these 
sites  have  been: 

1.  They  do  not  Increase  drug  use. 

2.  They  increase  referrals  to  drug  treatment  programs. 

3.  They  ma^  reduce  HIV  transmission. 


General  Premis:    Needle  exchange  may  well  be  an  important  public  health 
measure  to  control  HIV  infection  among  Intravenus  Drug  Users  (IVDUs).    We  are 
concerned,  however,  that  such  a  program  might  incorrectly  be  perceived  to  be  a 
complete  solution,  which  it  is  not.    We  believe  it  is  most  likely  to  be 
effective  only  when  part  of  a  comprehensive  approach  which  includes: 

1.  Priority  on  treatment  for  opiate  and  stimulant  users; 

2.  Outreach  for  hard-to-reach  adddicts  to  include; 

•  Referral  for  treatment 

•  Training  on  safe  injection  (bleach) 

•  Training  on  safe  sex 

3.  Provision  and  evaluation  of  sterile  Injection  equipment; 

4.  Voluntary  (confidential  and  anonymous)  HIV  testing,  counseling,  and 
medical  follow-up  for  Infected  persons  and  their  sexual  partners; 

5.  Confidential  counseling,  testing,  and  appropriate  treatment  programs 
In  jails  and  prisons; 

~6,     Social  services  to  support  families  of  HIV-infected  drug  users,  and; 


7. 


Evaluation  of  all  components. 
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APPENDIX  2 


TEXT  OF  RESOLUTION 
BY  THE  MAYOR'S  TASK  FORCE  ON  THE  HIV  EPIDEMIC 

APRIL,  1989 

Re:    Adverse  Public  Health  Impact  of  Immigration  and 
Naturalization  Service  Action 


The  recent  jailing  of  Hans  Paul  Verhoef,  a  health 
educator  from  the  Netherlands  bound  for  a  health  conference 
in  San  Francisco,  is  cause  for  great  publich  health  concern. 

Mr.  Verhoef  was  jailed  by  the  Immigration  and 
Naturalization  Service  (INS)  in  Minnesota  because  he 
admitted  at  entry  to  the  United  States  that  he  had  AIDS. 
The  INS  was  following  U.S.  law  which  in  1987  added  AIDS  to 
the  list  of  seven  diseaes  which  can  be  used  as  grounds  to 
prevent  entry  into  the  United  States. 

The  purpose  of  this  law  is  presumably  to  protect  the 
public's  health.     It  unfortunately  does  the  opposite  for  the 
following  reasons: 

1.  It  gives  the  confusing  message  to  the  public  that  HIV 
can  be  transmitted  by  casual  or  air-born  routes  like 
internationally  quarantinable  diseases. 

2.  It  is  contrary  to  the  World  Health  Organization's 
policy  of  open  and  free  travel  for  HIV-infected  persons 
(which  the  United  States  Public  Health  Service  supports) . 

3.  It  adds  disincentives  to  the  United  States  policy 
encouraging  voluntary  HIV  testing  by  demonstrating  that  we 
will  jail  infected  immigrants  from  elsewhere. 

4 .  It  undermines  the  trust  necessary  to  communicate  risk 
reduction  messages  from  government  public  health  agencies  to 
at-risk  persons. 

5.  It  impedes  communication  and  learning  between 
international  AIDS  experts  since  some  of  these  are  HIV- 
infected. 
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6.  It  will  adversely  affect  the  June  1990  International 
AIDS  Conference  in  San  Francisco  since  many  HIV-infected 
persons  from  abroad  will  want  to  attend  and  should  be 
welcomed. 

We  condemn  the  procedures  followed  by  the  INS.     They. fly 
in  the  face  of  much  of  what  we  have  been  trying  to 
accomplish  in  the  battle  against  AIDS. 

We  therefore  recommend  that  you: 

1.  Urge  that  the  law  be  repealed  to  reflect 
internationally  accepted  principles  for  HIV  infection. 

2.  Until  the  law  is  repealed,  urge  that  the  INS  establish 
interim  guidelines  to  grant  "humanitarian  waivers"  to  all 
HIV-infected  travelers. 

3.  Communicate  these  recommendations  to  national 
political  and  public  health  leaders. 

4.  Call  on  President  Bush  to  issue  an  apology  to  Mr. 
Verhoef . 
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APPENDIX  3 

FINANCIAL  ESTIMATES;     NEEDS  AND  GAPS 
SAN  FRANCISCO  -  1990 
{$  MILLIONS) 


CATEGORY  

I.  Prevention 

A.  Sexually  Active  Persons 

B.  Injection  Drug  Users 

II.  Early  Intervention 

III.  Continuum  of  Care 


EXISTING        PROJECTED  ESTIMATED 


RESOORCES  NEED  GAP 

12  25  13 

13  31  18 

10-25  103  78-93 

123  151  28 

158-173  310  137-152 
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FIMANCIAL  ESTIMATES 
SAN  FRANCISCO  -  1990 
($  MILLIONS) 


PROJECTED 


I.       PREVENTION  NEED 
A.     Sexually  Active  Persons 

One-on-one  Counselling  7.495 
Targeted  Group  Outreach  1.425 
Conununity-Wide  Interventions  1.890 
Paraphernalia  Exchange  .360 
Training  .330 
Media  1.700 

Sub-Total  13.200 

Current  Expenditures  12.130 

Total  25.330 
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FINAMCIAL  ESTIMATES 
SAN  FRANCISCO  -  1990 
($  MILLIONS) 


I.       PREVENTION  (CONT'D) 

B,     Injection  Drug  Users 
Residential 
Outpatient 
Methadone 
Outreach 

Current  Expenditures 


PROJECTED 
NEED 


14.520 
.780 
2.570 
.470 

Sub-Total  18.340 
12.950 


Total 


31.290 
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FINANCIAL  ESTIMATES 
SAN  FRANCISCO  -  1990 
($  MILLIONS) 

PROJECTED 


II.     EARLY  INTERVENTION*  NEED 

Visits  18.564 

Drugs  70.668 

Laboratory  13.702 

Total  102.934 


It  is  difficult  to  develop  solid  estimates  of  current 
expenditures  on  early  intervention  services.  Therefore 
we  have  calculated  total  needs  and  assumed  existing 
expenditures  are  included  in  these  calculations. 
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FINANCIAL  ESTIMATES 
SAN  FRANCISCO  -  1990 
($  MILLIONS) 


PROJECTED 


III.       CONTINDDM  OF  CARE  NEED 

Outpatient  Care  7.052 

Inpatient  Care  16.316 

Extended  Care  1.599 

Residential  Care  1.285 

Support  Services  2.277 

Sub-Total  28.529 

Existing  Expenditures  122.751 


Total 


151.280 
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PREPARED  STATEMENT  OF  DR.  DEBORAH  GREENSPAN  ON  BEHALF  OF  THE 
AMERICAN  ASSOCIATION  OF  DENTAL  SCHOOLS 

Madam  Chairman,  my  testimony  today  focuses  on  two  matters  that  are 
vitally  important  to  AIDS  patients:  the  unreimbursed  costs  of  oral 
health  care  and  AIDS-related  dental  research.^ 

Dental  care  is  a  concern  for  AIDS  patients  due  to  oral  problems 
caused  by  the  disease. 

Many  of  the  first  physical  manifestations  of  HIV  infection  are 
found  in  the  oral  cavity;  therefore,  a  dentist  is  often  the  first 
diagnostician  to  see  the  patient.  Due  to  the  immune  system 
breakdovm  that  occurs,  HIV-infected^  patients  are  extremely 
susceptible  to  severe  oral  infections,  and  there  are  oral  diseases 
found  only  in  AIDS  patients.  Patients  can  suffer  from  severe  pain 
and  discomfort  as  a  result  of  these  problems,  making  eating  and 
speaking  extremely  difficult.  These  problems  can  contribute  to 
further  medical  complications  such  as  lung  infection,  pneumonia, 
and  weight  loss . 


^AADS  also  supports  funding  for  the  Congressionally  authorized 
program  to  provide  health  professions  faculty  training,  clinical 
skills  development,  and  curriculum  enhancement  regarding  AIDS. 
§  788  B  (a)  -  (e)  of  the  Health  Professions  Training  Act,  part  of 
the  Omnibus  Health  Act  of  1988  (P.L.  100-607).  This  is  not 
addressed  in  my  presentation  today  due  to  time  constraints. 

^The  term  "HIV-infected"  is  used  here  to  indicate  that  many  of 
the  oral  problems  occur  when  patients  become  HIV-infected,  prior 
to  developing  AIDS.  When  referring  to  AIDS  in  this  testimony,  I 
am  also  including  those  patients  in  the  HIV-infected  stage  of  the 
disease.     Oral  problems  occur  in  all  stages  of  the  disease. 
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Due  to  the  numbers  of  AIDS  patients  treated  at  our  clinic,  we  have 
identified  and  investigated  numerous  types  of  oral  problems 
prevalent  in  AIDS  patients.     Examples  include: 

*  First,  Hairy  Leukoplakia.  Since  nearly  all  patients  who  have 
this  disorder  are  infected  with  the  AIDS  virus,  it  is  a  significant 
early  warning  sign  of  HIV  infection. 

*  Second,  Candidiasis.  This  is  the  most  frequent  mouth  infection 
associated  with  the  AIDS  virus,  present  in  more  than  half  of  all 
AIDS  patients,  causing  a  sore  throat,  altered  taste,  bad  breath, 
and  difficulty  in  swallowing. 

*  Third,  Periodontal  (Gum)  Diseases.  It  is  unusual  for  a  20  to  40 
year  old  individual  to  have  gum  lesions  or  bone  loss.  This  is 
frequently  a  sign  of  HIV  infection,  and  symptoms  may  include 
complete  tissue  breakdown  with  exposure  of  the  bone. 

The  key  point  for  the  task  force  to  understand  is  that  many  AIDS 
patients  come  to  the  dentist  complaining  of  oral  problems,  while 
they  are  unaware  of  their  HIV  status.  Thus,  it  is  frequently  the 
dentist  who  identifies  the  virus  and  places  the  patient  into  the 
medical  care  system. 

Given  the  problems  I  have  described  above,  it  is  not  surprising 
that  oral  health  care  is  very  important  to  AIDS  patients .      In  a 
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recent  study  of  social  service  needs  of  AIDS  patients,  need  for 
oral  health  care  was  expressed  by  the  highest  proportion  of 
respondents  (49%)^  Only  21%  of  those  who  needed  it  received  oral 
health  care.  The  study  concluded  that  oral  health  care  is  often 
an  overlooked  and  unmet  need. 

Facilities  providing  oral  health  care  to  AIDS  patients,  however, 
face  major  obstacles  in  receiving  reimbursement  for  this  care. 
This  is  due  to  the  fact  that  dental  services,  unlike  medical 
services,  are  not  reimbursed  under  Medicare  and  are  seldom  covered 
by  Medicaid  for  adults .  This  lack  of  sufficient  reimbursement  is 
particularly  profound  for  those  clinics  providing  oral  health  care 
for  a  significant  number  of  AIDS  patients.  Dental  education 
institutions  that  become  known  as  referral  centers  for  AIDS 
patients  risk  serious  fiscal  problems,  because  the  patients  they 
serve  have  complicated  treatment  needs,  and  require  more  resources 
that  the  "average"  dental  patient.  Thus,  facilities  providing  oral 
health  care  to  a  significant  number  of  AIDS  patients  face  a  serious 
risk  of  being  shut  down  due  to  financial  constraints. 


^Study  conducted  by  researchers  from  Brown  University, 
utilizing  in-person  interviews  with  257  clients  of  the  Robert  Wood 
Johnson  Foundation's  AIDS  Health  Services  programs  at  nine  sites 
nationwide.  12  social  service  needs  (including  dental)  were 
surveyed.  Other  needs  frequently  cited  were  support  groups  (44%), 
counseling  (41%),  and  legal  advice  (40%). 
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Last  year,  Dental  Schools  and  clinics  across  the  country  were 
contacted  by  AADS  regarding  tfhese  unreimbursed  costs/  Based  on 
that  informal  survey,  we  estimate  that  more  than  $11.5  million 
would  be  required  to  offset  costs  of  providing  oral  health  care  to 
AIDS  patients  at  dental  education  institutions . 

Recognizing  this  unique  problem,  in  1988  Congress  authorized 
funding  to  partially  offset  these  costs."  Unfortunately,  however, 
Congress  did  not  appropriate  funds  for  this  program  in  FY  1990, 
citing  budget  considerations.® 

Now  let  me  turn  to 

AIDS  DENTAL  RESEARCH  EFFORTS 

National  Institute  of  Dental  Research  (NIDR)  AIDS  research  focuses 
on  the  oral  manifestations  associated  with  HIV  infection,  and  the 
role  of  saliva  in  transmission  or  inhibition  of  the  virus. 


'*Data  was  collected  from  46  sites  (both  school  clinics  and 
hospital  dental  programs),  and  overall  costs  were  projected  based 
on  267  eligible  dental  schools  and  teaching  hospitals  nationwide. 

'§  788  B  (f )  of  the  Kc^^lth  Professions  Training  Act  (Title  VII 
of  the  Public  Health  Service  Act),  part  of  the  Omnibus  Health  Act 
of  1988   (P.L.    100-607) . 

^Committee  report  language  does  recognize  this  problem,  and 
directs  the  Health  Resources  and  Services  Administration  to  review 
how  oral  health  can  be  delivered  to  AIDS  patients  through  existing 
programs,  and  report  back  to  the  appropriations  committee.  S.  Rpt . 
101-127  (September  13,  1989),  p.  79. 
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*  NIDR  sponsored  research  has  determined  that  HIV  can  be  detected 
in  the  mouth  before  current  tests  indicate  infection.  These 
findings  may  lead  to  a  more  accurate,  easier  diagnosis  of  AIDS. 
Additional  funding  could  lead  to  saliva  examination  as  a  HIV 
screening  test . 

*  Other  NIDR-supported  research  has  led  to  the  development  of  new 
drugs  to  treat  oral  candidiasis.  Additional  funding  could  help 
identify  the  specific  immunosuppression  that  causes  this  oral 
infection. 

*  The  effect  of  HIV  on  salivary  gland  secretion  has  been  examined 
to  see  what  role  the  glands  might  play  in  the  high  prevalence  of 
oral  lesions  in  AIDS  patients.  There  is  also  study  on  the  question 
of  saliva  transmission;  although  HIV  is  found  in  saliva,  it  does 
not  appear  to  be  transmitted  by  saliva.  In  fact,  saliva  seems  to 
inhibit  HIV  inf activity.  Additional  funding  could  help  resolve 
this  issue,  and  identify  the  anti-HIV  activity  in  saliva. 

In  FY  1990  NIDR  will  spend  approximately  $4.6  million  on  AIDS 
related  research.  An  additional  $12.8  million  is  needed  to  move 
forward  in  these  and  other  promising  areas  of  AIDS  research. 

Much  can  be  done  to  help  relieve  today's  AIDS  patients  of  the  oral 
manifestations  of  the  disease.    By  providing  reimbursement  for  the 
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costs  of  oral  health  care,  the  financial  constraints  of  seeking 
dental  care  could  be  diminished  and  many  individuals  could  be 
brought  into  the  medical  care  system  at  an  early  point  in  the 
disease  process.  This  small  investment  in  oral  health  care  would 
be  more  than  offset  by  the  diminished  suffering  of  patients  and 
their  earlier  receipt  of  medical  treatment.  Similarly,  minimal 
increases  in  support  for  AIDS  research  at  NIDR  can  lead  to  earlier 
detection  and  prevention  of  disease  transmission.  We  urge  the 
committee  to  include  an  additional  $25  million  for  oral  health  care 
and  NIDR  AIDS  research  in  Function  550,  and  to  include  report 
language  in  the  Budget  Resolution  identifying  the  importance  of 
these  activities. 

Thank  you  for  consideration  of  this  testimony.  I  will  be  happy  to 
answer  any  questions  you  may  have. 
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PREPARED  STATEMENT  OF  DR.  GEORGE  W.  RUTHERFORD 


MacJame  Chairman,  Members,  and  Col  leagues,  tliank  you  for  the 
opportunity  to  addTness  the  Task  Faroe  on  Human  Resources  on  th^  subject 
of  early  IntervKition  for  human  imnnjnodeficiency  virus  (HIV)  infection. 
As  Director  of  the  AIDS  Office  for  the  Department  of  Public  Health  of  the 
City  and  County  of  San  Francisco,  I  oversee  both  ^idemiologic  research 
within  tiie  office  as  well  as  planning  and  provision  of  health-care 
services  for  Individuals  witii  HIV  infectLon.    I  feel  that  I  am  in  a  good 
position  to  outline  both  tte  scope  of  the  problem  in  San  Francisco,  a 
city  with  about  8%  of  tiie  AIDS  cases  in  the  country,  and  sane  concrete 
solutions  to  the  problem.    My  remarks  today  come  from  a  report  v*iich  my 
office  pr^)ared  for  the  San  Francisco  Health  Coromission  in  S^tanber  1989 
on  the  provision  of  ambulatory  care  for  persons  with  HIV  infection  in  San 
•F^rancisco  through  ¥Y  1992-93. 

In  response  to  data  from  clinical,  trials  that  showed  that  AZT  was 
ber^icial  for  HIV-infected  individuals  who  are  asynptcmatic  and  have 
less  than  500  T  cells  in  August  1989,  tte  D^artment  of  Public  Health 
convened  an  ad  hoc  committee  to  project  the  costs  of  ambulatory  care  for 
individuals  with  HIV  infection  through  FY  1992-93.    These  projecticns 
were  of  costs  for  routine  ambulatory  care  (drugs,  office  visits,  and 
laboratory  tests)  only  and  did  not  include  estimates  of  costs  for 
diagnosis  dhd  treatment  of  acute  intercurrent  infections  (for  instance, 
outpatient  treatment  of  Pneumocystis  carinii  pnajmcnia),  for  ir^tient 
care,  or  for  support  services. 

Assuming  certain  standards  of  care,  costs  of  drugs,  and  costs  of 
laboratory  tests  and  further  assuming  -tinst  all  HIV-infected  San 
Franciscans  would  be  diagnosed  and  receiving  care,  we  projected  that: 

*  ^^pproodmately  20,0(X)  patients  annually  will  require  ambulatory  care 
for  their  HIV  Infection  between  FY  1989-90  and  F5f  1992-93. 

*  Ihe  coribined  cost  for  botii  public  and  private  sectors  will  be 
approximately  $100  million  annually  over  the  next  four  years.' 

*  Approximately  70%  of  these  costs  will  be  for  drugs,  18%  for 
clinical  visits,  and  12%  for  laboratory  tests.  _ 

*  An  average  of  240, OCX)  patient  visits  will  be  made  annually  during 
this  4-year  period,  requiring  the  services  of  seme  300  health  care 
workers  and  support  staff. 

*  Assumirrr  that  one-third  of  1±e  care  for  the  patieits  were  in  the 
public  sector,  total  costs  to  the  public  sector  would  approximate 
$30-35  minion. 


*  An  additional  35,0CX)  patient  visits  per  year  would  have  to  be  made 
available  In  the  public  sector. 
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*  New  cxDSts  in  the  public  sectrar  vjould  be  about  $24  millicn  annually, 
Irdudirg  about  $4  million  for  laboratory  testing  and  r.linic  visits. 
Tte  main  new  cost,  in  tte  range  of  $20  million,  would  be  for 
medications,  principally  zidovudine  (AZT). 

I  have  attached  this  full  report  to  my  testimory. 

I  would  point  out  that  our  projections  are  ocnservative.    They,  for 
instaroe,  assume  that  all  patients  vdJJ.  be  taking  500  mg  of  AZT  per  day 
rather  than  tte  standard  1200  mg  per  day  vrtiich  used  to  be  prescribed. 
Ite  numbers  of  patients  in  each  clinical  category  have  been  carefully 
calculated  using  our  best  available  data  on  the  distribution  of  HIV  in 
the  City. 

What  does  $100  million  per  year  in  health  care  costs  in  San  Francisco 
translate  to  for  the  entire  country?    If  we  assume  that  about  5%  of 
HIV-infected  persons  in  the  United  States  live  in  San  Francisco,  the 
total  would  be  something  on  the  order  of  $2  billion.    Looking  just  at  the 
new  cost  to  the  public  sector  and  using  the  same  multiplier  (clearly  a 
best  case  scenario),  the  public  sector  annual  costs  would  be  on  the  order 
of  $500  millicn,  with  $400  million  for  drugs  (almost  all  AZT)  alone. 

These  costs  are  tremendous,  both  in  the  public  sector  and  in  the 
private  sector.    However,  the  payoffs  are  tremendous  as  well  -  a  chance 
to  prevent  premature  death,  a  chance  to  prevent  suffering,  and  possibly  a 
chance  to  stop  further  transmission  of  HIV.    In  my  cpinicn,  the  public 
health  and  societal  benefits  of  early  intervention  are  clear,  and  I  urge 
you  to  seek  appropriate  levels  of  funding  for  it. 
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Date:       S^Jtember  14,  1989 

To:  David  Werdegar,  M.D.,  M.P.H.,  Dixectxjr  of  Health 

Fran:       George  W.  Rut±ieirford,  M.D.,  Dijiector,  AIDS  Office 

Re:  Preliminary  R^xart  on  AmbulatorY  Care  for  HIV-infected 

Individuals  in  San  Francisco 


Attached,  per  your  request,  please  find  a  preliminary  report  on 
projected  ambulatory  care  for  HIV-infected  individuals  in  San 
Francisco.    These  projections  are  for  costs  of  routine 
ainbulatory  care  (personnel,  drugs,  and  laboratory  tests)  only. 
They  do  not  include  estimates  of  costs  for  diagnosis  and 
treatment  of  acute  intercurrent  infecticns,  for  inpatient  care, 
or  for  si^port  services  . 

I  will  be  prepared  to  discuss  t±iis  r^xDrt  before  the  Health 
Commission  on  S^tember  19. 


Attachment 
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Preliminary  Bepart  on  Ambulatory  Care  for  HIV-infected 
Individuals  in  San  Francisco 

AIDS  Office 
San  Francisco  Department  of  Public  Health 


1.  Introduction 

A  Departmental  ad  hoc  ocmmittee  was  fanned  to  project  the 
ambulatory  care  costs  for  individuals  vd.th  HIV  infection  in 
light  of  the  recent  findings  of  national  AZT  clinical  trials. 
The  clinical  trials  showed  that  AZT  was  beneficial  for 
HIV-infected  individuals  v*o  are  asynptomatic  and  have  less 
than  500  T  cells.    This  greatly  broadens  the  clinical  criteria 
for  treatment  with  AZT.    Many  more  individuals  than  are 
currently  taking  AZT  should  be  receiving  the  medication. 

The  ad  hoc  ccramittee  included  representatives  of  the  AIDS 
Office,  Ccmmunity  Public  Health  Services,  Public  Health 
Laboratories,  and  San  Francisco  General  Hospital 
(Administration,  AIDS  Activities  Division  of  the  Department  of 
Medicine,  and  D^aartment  of  Ftiarmacy  Services). 

The  projections  detailed  in  this  report  are  for  costs  of 
routine  ambulatory  care  (drugs,  office  visits,  and  laboratory 
tests)  only.    They  do  not  include  estunates  of  costs  for 
diagnosis  and  treatment  of  acute  intercurrent  infections,  for 
irpatient  care,  or  for  support  services. 


2.  Summary 

Using  a  nunber  of  assunptions  regarding  standards  of  care, 
costs  of  drugs^  and  costs  of  laboratory  tests  and  further 
assuming  that  all  HIV-infected  San  Franciscans  were  to  be 
diagnosed  and  receiving  care,  we  project: 

*  ^^proximately  20,000  patients  annually  will  require 
ambulatory  care  for  their  HIV  infection  between  FY  1989-90 
and  FY  1992-93. 

*  The  ccmbined  cost  for  both  public  and  private  sectors 
will  be  approximately  $100  million  annually  over  the  next 
four  years. 
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*  ;^proximatjely  70%  of  these  cx3sts  will  be  for  drugs,  18% 
far  clinicRl  visits,  and  12%  fear  latxaratory  tests. 

*  An  average  of  240,000  patient  visits  will  be  made 
annually  during  this  4-year  peiriod,  requiring  tte  services 
of  seme  300  health  care  workers  and  support  staff. 

*  Assuming  that  cne-tixLrd  of  the  care  for  the  patients  were 
in  the  public  sector,  total  costs  to  the  public  sector 
would  ^^jToxlmate  $30-35  million. 

*  An  additional  35,000  patient  visits  per  year  would  have 
to  be  made  available  in  the  public  sector. 

*  NEW  COSTS  WCUID  APPROXIMATE  $4  MILLION  FOR  LABS  AND 
CLINIC  VISITS.     HOWEVER,  THE  MAIN  NEW  CCST,   IN  THE  RANGE  OF 
$20  MILLION,  IS  FOR  MEDICATIOB.     THEREFORE,  FEDERAL  AND 
STATE  SUPPOFfT  IS  URBGENTLY  NEEDED. 
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3.  Projections  of  Persons  with  AIDS,  AIDS-Related  Canplex  and 
Asymptomatic  HIV  Infection 

Previously  published  AIDS  projections  for  San  Francisco 
focused  on  the  cumulative  number  of  AIDS  patients  and  the 
numbers  of  AIDS  patients  alive  through  FY  1992-93  (1).    For  the 
purposes  of  this  r^xDrt,  we  used  more  recent  estiinates  of  the 
risk  of  progression  from  initial  seroocnversion  to  diagnosis  of 
clinical  AIDS  ard  of  the  cross-sectional  proporticns  of 
HIV-infected  pati^ts  with  AIDS,  AIDS-related  ccnplex  (APC), 
and  asymptcmatic  inf ecticn  as  a  functicn  of  time  since  HIV 
seroconversicn  (2,3).    Conbining  these  data  with  previous 
seroincidence  estimates  for  gay  and  bisexual  men  and 
heterosexual  parenteral  drug  users  (1,3)  and  with  current 
survival  estimates  from  AIDS  diagnosis  to  death  (4),  ve 
ccnstructed  projections  of  the  numbers  of  living  AIDS,  ARC, 
persistant  gereralized  lymphadencpathy  (PGL),  and  asynptonatic 
(asx)  HIV-infected  patients  in  San  Francisco  throu^  FY  1992-93 
(Table  1). 


Table  1 

Projected  Living  AIDS,  AFC,  PGL  and  Asymptcmatic  HIV-infected 
Patients  by  Fiscal  Year,  San  Francisco,  Fyi989-90  -  FY  1992-93 


Fiscal  Year 

Alive  with 

Alive 

(as  of  June) 

AIDS 

ARC 

PGL 

ASX 

Total 

1989-90 

3007 

5794 

6742 

8108 

23  651 

1990-91 

3619 

5666 

6377 

6906 

22  568 

1991-92 

4244 

5488 

5937 

5764 

21  433 

1992-93 

4714 

5251 

5358 

4732 

20  055 

Vte  are  atterpting  to  develop  data  which  will  allow  for 
stratification  by  clinical  diagnosis  and  T4-helper  cell  level. 
For  the  purposes  of  this  report,  based  on  estimates  from  the 
San  Francisco  Men's  Health  Study  and  the  San  Francisco  General 
Hospital  AIDS  Cohort  Study  (ocnnunity  controls),  we  assumed 
that  in  FY  1989-90  50%  of  asynptcmatic  HIV-infected  patients 
will  have  less  than  (<)  500  T4-helper  cells  per  mm^  and  that 
10%  of  such  patients  with  greater  than  or  equal  to  (>_)  500 
T4-helper  cells  per  mnP  will  progress  to  <500  T4 -helper  cells 
per  ran?  per  year  in  each  of  tJie  subsequent  years. 
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4.  Modsls  of  Care 

Standard  follow-iflp  for  HIV-infected  patients,  by  diagnostic 
category  (excluding  additicnal  visits  and  tests  for  acute 
intercurrent  illnesses)  is  defined  in  Table  2. 


Table  2 

Ambulatory  Care  FoUow-lflp  for  HIV-infected  Patients 
by  Diagnostic  Category* 


Diagnostic 

Category 
AIDS  ahd/or 
Synptatetic 
<200  T4/wm^ 


Frequaicy  of 

Visits 
Monthly 


Drug  Therapy 
AZT  500/d 
Pentamidine 


laboratories 
CBC,  qpcct 


Symptomatic 
200-499  T^/rm^ 


Monthly 


AZT  500/d 


CBC  (jno 
T  cells,  B2, 
Ag,  SMAC  q3mo 


Asynptcmatic 
<500  T4/mm3 


Monthly 


AZT  500/d 


CBC  qpo 
T  cells,  SMAC, 
B2,  Ag  q3mo 


Asynptcmatic 
and  Synptcmatic 
2^500  T4/rarn3 


Quarterly 


CBC,  T  cells, 
SMAC,  B2,  Ag 
q3mo 


All  categories 


Initial 


CBC,  SMAC, 
T  cells,  B2, 
Ag,  h^jatitis 
panel,  PPD, 
VDE?L,  EIA/WB 


*  AZT,  zidovudine;  CBC,  conplete  blood  count;  B2,  beta2 
microglobulin;  Ag,  p24  antigai;  EIA/WB,  HIV  antibot^  (EIA 
vd-th  Vfestem  Blot  confirmation) 


For  the  purposes  of  these  estimates,  we  have  defined  four 
clinical  grot^s: 

(1)  AIDS  (oonespcnding  to  synptomatic  HIV  infection 
with  <200  T4-l^per  cell  per  mncP). 

(2)  SynptomatLc  HIV  infection  with  200-499  T4-helper 
oeils  per  mm?. 

(3)  As^'nptanatic  HIV  infection  with  <500  T4-helper 
cells  per  mm?. 

(4)  Asynptomatic  KEV  infection  with  ^500  T4-hGlper 
oeils  per  mm?. 


148 


Ttese  oorx^spond  to  the  T4-helper  cell  groupings  used  in 
the  National  Institute  of  Allergy  and  Infectious  Diseases  trial 
of  zidovudine  (AZT)  therapy  for  asynptcmatic  HIV-infec±ed 
individuals  (Protocol  019)  (5).    Another  recent  trial 
established  tte  benefit  of  zidovudine  therapy  for  patients  with 
synptanatic  HIV  infecticn  ar^i  200-399  T4-helper  cells  per  ntiP 
(Protocol  016)(5).    We  have  subsumed  this  category  into  the 
synptanatic  patient  with  200-499  T4-helper  cells 
per  nrc^  category. 

As  there  are  only  limited  data  which  allcw  us  to  stratify 
within  the  ARC,  PGL,  and  asynptcmatic  clinical  groupings  by 
T4-helper  cell  levels,  we  have  made  the  following  assumptions: 

(1)  AIDS  cacxespcods  to  symptanatic  HIV  infection  with 
<200  T4-helper  cells  per  mnr^. 

(2)  ARC  correspcnds  to  symptomatic  HIV  infection  with 
200-499  T4-helper  cells  per  imr^. 

(3)  PGL  correspcnds  to  asynptomatic  HTV  infection  with 
<500  T4-hBlper  cells  per  mtn^. 

(4)  Asynptomatic  HIV  infecticn  is  divided  into  the 
categories  asynptomatic  infection  with  <500  T4-helper 
cells  per  mnP  and  asynptomatic  infecticn  with  >_500 
T4-helper  cells  per  nrP  as  outlined  above. 

5.  Costs  of  Care 

The  estimated  costs  of  routine  ambulatory  care  for 
HIV-infected  patients  per  fiscal  year  are  shewn  in  Table  3.* 
Overall  projected  costs  average  approximately  $100  million  per 
year  during  this  4-year  period  with  the  largest  percentage  of 
cost  being  drug  charges  (69%). 

For  the  purposes  of  these  estimates,  we  have  used  the 
following  cost  bases: 

(1)  R^ical  examinations  (initial,  quarterly,  and 
some  monthly  visits),  an  average  of  $75  per  visit. 

(2)  Pharmacy  costs: 

a.  Lew-dose  AZT  (500mg  per  day),  $3,5(X)  per  year. 

b.  Aerosolized  pentamidine,  $1,200  per  year. 

(3)  Laboratory  costs,  $285  for  a  series  of  initial 
tests  plus  an  additi&Tal  $200-400  per  year  for 
foUow-ip  tests. 
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Table  3 

Costs  of  Care  by  Patient  Category  and  Type  of  Service, 
San  Francisoo,  FY  1989-90  -  FY  1992-93  (X$1,000) 


Patient   Fiscal  Year 


Category  .  1989-90  1990-91  19^1-92  1992-93  TVptal 
AIDS  and  Symptcmatic  <200  T  npl  1  s/im? 


Visits 

$  2 

763 

3 

325 

3 

899 

4 

331 

14 

318 

Drugs 

14 

133 

17 

009 

19 

947 

22 

156 

73 

245 

Lab 

1 

297 

1 

561 

1 

830 

2 

033 

6 

721 

Total 

18 

192 

21 

895 

25 

676 

28 

520 

94 

283 

Symptomatic  200-499  T 

oe.l  1  s/mmP 

Visits 

5 

323 

5 

206 

5 

042 

4 

824 

20 

395 

Drugs 

20 

279 

19 

831 

19 

208 

18 

379 

77 

697 

Lab 

4 

816 

4 

710 

4 

562 

4 

365 

18 

453 

Total 

30 

419 

29 

747 

28 

812 

27 

568 

116 

545 

Asymptomatic 

<500 

T  oells/mn:^ 

Visits 

9 

919 

8 

880 

7 

798 

6 

630 

33 

227 

Drug 

37 

786 

33 

828 

29 

708 

25 

256 

126 

578 

Lab 

6 

599 

5 

908 

5 

138 

4 

411 

22 

106 

Total 

54 

304 

48 

615 

42 

695 

36 

296 

181 

910 

Asyiiptcmatic 

>500 

T  oells/niir^ 

Visits 

1 

292 

1 

153 

1 

024 

916 

4 

386 

Drug 

0 

0 

0 

0 

0 

Lab 

1 

708 

1 

524 

1 

353 

1 

211 

5 

796 

Total 

3 

000 

2 

677 

2 

378 

2 

127 

10 

182 

Total 

Visits 

19 

297 

18 

564 

17 

764 

16 

701 

72 

325 

Drug 

72 

198 

70 

668 

68 

863 

65 

790 

277 

519 

Lab 

14 

420 

13 

702 

12 

934 

12 

019 

53 

075 

Total 

$105 

915 

102 

934 

99 

560 

94 

511 

402 

920 

Vfe  have  also  assumed  that  one  fiiysician  vgorking  at  a 
District  Health  Center  can  manage  approximately  4,000  patient 
visits  per  year  and  liiat  additional  staffing  per  pi^ician  will 
include  1.0  registered  nurse,  0.5  medical  social  worker,  0.3 
pharmacist,  0.1  nutritionist,  0.25  phlebotonist,  0.5 
receptionist/eliglbi  1  i ty  worker,  0.25  billing  clerk,  0.5 
medical  records  clerk,  0.5  reo^tionist/aKX3intment  clerk,  0.25 
administration,  0.25  porter,  and  0.25  security.  Additicnally 
we  have  assumed  that  one  respiratory  therapist  can  administer 
12,000  aerosolized  pentamidine  treatments  per  year. 
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6.  Cost  of  Care  by  Payor  Source 

The  costs  of  care  by  payor  source  by  fiscal  year  are  shown 
in  Table  4. 


Table  4 

Costs  of  Care  by  Patient  Category  and  Payor  Sources, 
San  Rrancsico,  FY  1989-90  -  FY  1992-93  (X$1,000)* 


Patient   Fiscal  Year 


Category  1989-90 

1990-91 

1991-92 

1992-93 

Total 

AIDS  and  Synptcmatic  <200  T  cells/mnr^ 

Public           6  367 

7  663 

8 

987 

9 

982 

32 

999 

Private       11  825 

14  232 

16 

690 

18 

538 

61 

284 

Synptcmatic  200-499  T  cells/inn3 

Public         10  038 

9  816 

9 

508 

9 

097 

38 

460 

Private       20  380 

19  930 

19 

304 

18 

470 

78 

085 

Asymptcmatic  <500  T  cells/nm^ 

Public         17  920 

16  043 

14 

089 

11 

978 

60 

955 

Private       36  384 

32  572 

28 

605 

24 

319 

121 

880 

Asynptcmatic  >500  T  cells /iutt^ 

Public  990 

884 

785 

702 

3 

360 

Private         2  010 

1  794 

1 

593 

1 

425 

6 

822 

Total 

Public         35  316 

34  406 

33 

368 

31 

759 

134 

849 

Private       70  599 

68  528 

66 

192 

62 

752 

268 

070 

*  Assuming  33%  of  patients  with  synptcmatic  infection  and 
200-499  T4-helper  cells  per  mm3,  asynptcmatic  infection 
with  <500  T4 -helper  cells  per  miP,  and  asynptcmatic 
infection  with  >^500  T4-helper  cells  per  inTi3  are  in  the 
public  sector  or  are  inadequately  insured  and  67%  are  in 
the  private  sector. 


For  the  purposes  of  these  estimates,  we  have  made  the 
follcx^dng  assunptions: 

(1)  AIDS  patients:    35%  are  in  the  public  sector 
(including  MediCal  and  Medicare)  and  65%  are  in  the 
private  sector. 

(2)  Synptcmatic  patients:    33%  are  in  the  public  sector  or 
inadequately  insured  and  67%  are  in  the  private  sector. 

(3)  Asynptcmatic  patients  (both  <500  and  >^500  T4-helper 
cells  per  nin3):    33%  are  in  the  public  sector  or 
inadequately  insured  and  67%  are  in  the  private  sector. 
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Using  these  assunpticxis,  we  estLmate  that  the  number  of 
patient  visits  will  be  91,169  in  FY  1989-90,  89,216  in  FY 
1990-91,  86,999  in  FY  1991-92,  and  83,302  in  FY  1992-93  in  the 
public  sector  ard  171,128  in  FY  1989-90,  159,036  in  FY  1990-91, 
146,042  in  FY  1991-92,  arri  131,734  in  FY  1992-93  in  the  private 
sector.    Vfe  estimate  that  care  is  currently  being  provicaed  for 
most  AIDS  patients  and  a  significant  number  of  patients  with 
syrrptcmatic  HTV  infection.    Therefore,  all  calculated  costs  and 
visits  are  not  new. 

However,  assuming  a  current  capacity  of  HIV-devoted 
clinical  services  at  San  Francisco  General  Hospital  of  25,000 
visits  per  year  and  at  the  Distxict  Health  Centers  of  20,000 
visits  per  year,  1±ie  capacity  for  approximately  35,000 
additional  visits  per  year  is  required.    This  equaiies  roughly 
to  10  physicians,  10  nurses,  3  pharmacists,  5  social  v^orkers, 
1.5  respiratory  therapists,  and  30  support  staff  with  space 
needs  approximately  equivalent  to  2  district  health  centers. 
In  order  to  refine  these  estimates  of  public  and  private  sector 
current  and  future  capacity  to  provide  HIV  care,  we  are 
currently  surveying  both  the  public  and  private  sector. 

7.  Conclusions 

As  new  treatments  are  developed  for  all  stages  of  HIV 
infection,  the  opportunity  for  prevention  of  AIDS  among 
individuals  already  infectaJ  wit±i  HIV  beocmes  evident.  The 
cost,  however,  for  providing  care  for  all  HIV-infected 
individuals  in  San  Francisco  will  be  in  the  range  of  $100 
million  per  year.    The  majority  of  these  costs  will  be  for 
drugs,  principally  AZT.    CXir  current  program  to  subsidize  AZT 
and  pentamidine  costs  for  HIV-infected  patients  is  barely 
sufficient  for  patients  with  synptcmatic  infection  and  <200 
T4-helper  cells  per  rnrnS, 
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PREPARED  STATEMENT  OF  PAT  CHRISTEN 


Madane  Chair,  honorable  aenbers,  thank  you  for  inviting  ae  to 
speak  to  you  today.    My  name  is  Pat  Christen,  and  I  an  executive 
director  of  the  San  Francisco  AIDS  Foxindation.    The  Foundation 
provides  AIDS  prevention  education,  a  toll-free  hotline,  case 
aanagenent,  emergency  housing,  and  a  food  bank  for  people  with 
AIDS  and  ARC,  and  advocates  for  sound  public  policy  on  issues 
related  to  AIDS. 

We  currently  employ  a  staff  of  55  and  have  a  volunteer  base  of 
500. 

Today,  I  would  like  to  cover  three  nain  issues  with  you. 

First,  I  will  outline  arguments  for  "impact  aid"  or  "disaster 
relief"  (I  use  the  terms  interchangeably)  for  AIDS  disaster  areas 
in  this  country. 

Second,  I  will  highlight  significant  differences  between  San 
Francisco  AIDS  epidemiology  and  the  rest  of  the  country,  and 
third,  I  will  explain  why  these  differences  call  for  extremely 
flexible  and  immediate  federal  assistance  in  the  form  of  disaster 
relief  monies  —  for  the  Bay  Area  and  other  high  impact 
municipal ities . 

As  you  know,  San  Francisco  is  really  a  small  city.    With  a 
population  of  only  750,000,   we  already  have  seen  7,686  diagnosed 
cases  of  AIDS.    By  1993,  that  number  is  expected  to  top  17,000.^ 
In  the  gay  and  bisexual  male  community  alone,  one  in  four  men 
will  be  diagnosed  by  that  same  year. 

These  devastating  numbers  raise  deeply  unsettling  concerns.  The 
question  that  we  at  the  San  Francisco  AIDS  Foundation  face  daily, 
as  do  other  community-based  agencies  across  the  country,  is  how 
we  can  gamer  the  necessary  resources  to  meet  the  needs  presented 
by  the  epidemic  today,  auch  less  face  the  demands  which  will 
arise  down  the  road. 

Throughout  this  epidemic, community-based  support  for  HIV 
services  has  been  the  cornerstone  of  the  San  Francisco  aodel  of 
AIDS-related  care.    Approximately  fifty  cents  out  of  every  dollar 
spent  in  this  city  for  AIDS  services  last  fiscal  year  came  from 
the  private  sector.     At  ay  agency  in  particular,  nearly  eighty 
cents  out  of  every  dollar  of  support  came  from  private  sector 
donations.    This  type  of  commitment  caimot  be  expected  to 
continue  when  AIDS-related  costs  in  San  Francisco  will  approach 
$400  Billion  within  a  few  years.' 

So  what  is  to  be  done? 

We  aust  have  the  immediate  infusion  of  federal  dollars  into 
regions  of  the  country  hardest  hit  by  the  epideai)?.    Cities  like 
San  Francisco,  New  York,  San  Juan,  Miami,  Newark,  Atlanta  and 
other  epicenters  of  this  disease  aust  be  considered  "natural 
disaster  areas"  and  be  eligible  for  the  type  of  emergency  funding 
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we  would  afford  a  drought  in  Kansas,  a  flood  in  Texas,  or  an 
earthquake  in  San  Francisco. 

AIDS  should  be  considered  not  less  a  natural  disaster  than  any  of 
these  other  tragedies. 

We  cannot  expect  local  or  state  governments  to  carry  the  lion's 
share  of  the  costs  for  a  national  health  crisis  which  could  not 
have  been  predicted. 

In  the  sane  way  that  we  spread  the  costs  of  the  drought,  flood  or 
earthquake  over  the  whole  population  to  assist  those  regions 
hardest  hit  by  such  unanticipated  disasters,  we  nust  also  spread 
the  cost  of  AIDS  over  the  entire  nation.    It  is  the  only 
civilized  thing  to  do. 

These  high  impact  areas  I  speak  of  are  readily  apparent  on  the 
map  of  the  continental  United  States  (see  attachment  A) . 

As  of  November,  1989,  nearly  80%  of  the  total  reported  AIDS  cases 
in  the  U.S.  have  been  diagnosed  in  only  11  of  our  states  and 
territories.     That  is,  approximately  80%  of  the  cases  have  been 
reported  in  20%  of  the  country.    Clearly,  high  impact  AIDS 
disaster  areas  do  exist. 

Within  those  high  impact  regions  of  the  country,  certain 
metropolitan  areas  are  experiencing  crushing  AIDS  caseloads. 
Graph  B  (see  attachment  B)  provides  compelling  data  to  support 
this  position. 

As  you  can  see,  this  graph  charts  new  AIDS  cases  per  100,000 
population  in  1988-1989  for  the  six  metropolitan  areas  in  the 
U.S.  with  the  highest  ratio  of  new  cases  to  overall  population  — 
their  "AIDS  impact  ratio." 

San  Francisco  is  in  an  unenviable  league  by  itself  with  110.3  new 
cases  per  100,000  population.    Second  and  third  ranked  San  Juan 
and  New  York  have  an  "AIDS  impact"  ratio  of  64.3  and  63.4 
respectively  —  far  below  that  of  San  Francisco.    With  such  a 
high  "AIDS  impact"  ratio,  this  city  simply  cannot  bear  the  cost 
of  the  epidemic  locally,  cannot  withstand  the  productive  life 
years  lost,  or  absorb  the  health  care  costs  alone.     Like  the 
October  earthquake,  AIDS  is  a  natural  disaster  of  staggering 
proportion  for  our  community. 

Next,  we  must  look  at  the  epidemiology  within  these  hard  ihigh  - 
B\inicipalities  to  gain  a  clear  understanding  of  how  best  to 
target  disaster  relief  funds.    As  Chart  C  <see  attachment  C) 
shows,  a  c(»(parison  between  U.S.,  New  York,  and  San  Francisco 
AIDS  epidemiology  demonstrates  profound  differences  in 
populations  affected  by  the  disease. 
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In  the  past  year,  increased  and  justified  attention  has  been 
focused  on  the  changing  face  of  the  epidemic.    It  is  often  stated 
that  "AIDS  is  no  longer  a  gay  disease"  and  that  the  "second  wave 
of  the  epidemic  is  being  seen  among  injection  drug  users."  While 
these  statements  are  not  wholly  inaccurate,  neither  are  they 
entirely  correct.    A  closer  look  at  the  San  Francisco  and  New 
York  pie  charts  shows  why. 

As  of  November,  1989,  in  New  York  City, -6*%  of  the  diagnosed  AIDS 
cases  were  reported  among  gay  and  bisexual  men.    M%  were 
reported  among  non-gay  injection  drug  users.  'iO.B' 

In  San  Francisco,  as  of  November,  1989,  95.6%  of  the  diagnosed 
AIDS  cases  were  reported  among  gay  and  bisexual  men.    Only  2%  of 
these  cases  were  reported  among  non-gay  injection  drug  users. 

Please  note  that  in  both  cities,  some  of  the  gay  men  with  AIDS 
are  also  injection  drug  users.     (In  New  York,  3%  of  the  cases 
fall  in  this  category,  in  Sem  Francisco  10.6%.) 

I  mention  these  differences  because  they  have  striking 
implications  for  resource  allocation  decisions.    A  city  that  has 
over  95%  of  its  AIDS  cases  eunong  gay  and  bisexual  men  will  have 
different  needs  and  demands  for  prevention  education,  culturally 
respectful  counseling,  monitoring,  and  HIV  and  drug  treatment 
facilities  than  a  city  where  fully  one-third  of  its  cases  are  ?. 
diagnosed  among  injection  drug  users.    To  put  it  bluntly,  in  my 
city,  AIDS  is  still  predominantly  a  gay  disease.'  This  fact  is 
not  likely  to  change  for  the  foreseeable  future.    The  saune  is  not 
true  for  New  York  and  many  of  the  HIV  epicenters. 

Thus,  guidelines  established  for  the  allocation  and  distribution 
of  disaster  relief  monies  must  be  flexible  enough  to  take  these 
differences  into  account.    This  is  where  you,  as  committee 
members,  can  play  strategic,  indeed  life-saving  roles,  as  we  move 
forward  together  to  craft  appropriations  and  authorization  HIV 
disaster  relief  lemguage. 

It  will  do  my  city  little  good  if  you  or  your  colleagues  in 
Congress  support  or  condone  disaster  relief  guidelines  which 
exclude  gay-sensitive  progreuns  in  education,  counseling,  testing, 
monitoring,  and  treatment. 

Let  me  be  very  clear  about  my  concerns  here.    Any  language  which 
expressly  prohibits  the  funding  of  programs  which  support  or 
condone  homosexuality  is  entirely  unaccepted>le  to  me  and  my 
agency  and  flies  in  the  face  of  reason  and  compassion  in  a  city 
where  95%  of  our  AIDS  cases  are  among  gay  men  and  in  a  country 
where  nearly  70%  of  our  cases  are  seen  among  that  same 
population. 

Such  prohibitive  language  is  unethical  and  deadly ^    I  urge  you  to 


156 


find  the  political  will  to  oppose  these  neasures. 

Similarly,  any  disaster  relief  guidelines  which  would  disallow 
federal  funding  for  AIDS  service ^programs  affiliated  with  bleach 
distribution  to  injection  drug  users  are  unconscionable. 

Perhaps  the  primary  reason  our  caseload  and  HIV  infection  rate 
among  injection  drug  users  is  relatively  low  in  San  Francisco  is 
because  of  our  early,  targetted,  street-based  bleach  distribution 
campaigns.    To  penalize  these  heroic  efforts  now  by  withdrawing 
federal  support  for  those  programs  utilizing  bleach  would  be 
inane . 

It  is  only  appropriate  and  wise  that  the  federal  government 
establish  some  parameters  regarding  use  of  HIV  disaster  relief 
funds.    The  municipalities  most  gravely  affected,  however,  are 
best  suited  to  determine  the  priorities,  program  design,  and 
target  populations  or  neighborhoods  most  in  need  of  impact  aid. 
I  encourage  you  to  leave  the  specifics  to  local  decision-makers, 
as  far  away  from  the  confines  of  the  beltway  as  possible. 

In  closing,  I  must  tell  you  that  I  refuse  to  believe  that  my 
community  is  expendable  to  this  nation.  I  urge  you  to  consider 
some  form  of  disaster  relief  to  ease  the  burden  we  face  in  this 
public  health  crisis.  I  simply  will  not  accept  the  systematic 
neglect  of  my  government  to  act  in  a  civilized,  intelligent  and 
responsible  way  toward  those  at  risk  for  or  suffering  from  this 
disease.     I  expect  no  less  of  you. 

Thank  you  very  much. 
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Francisco  Department  of  Public  Health 
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5.  AIDS  Office,  San  Francisco  Department  of  Public  Health, 
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ATTACHMENT  A 
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ATTACHMENT  A-i" 


Total  Da  of 
AIDS  cases 
1981-1989 


Impact  of  AIDS  on  all  States  &  Territories,  VS. 
1981-1989 

Cumulative 
Pesxjentof  pezcentof 
Na  of  states  totalieported  total  reported 

&teExitQries  AIDS  cases,  US        AIDS  cases,  US 


20,000+ 

2 

42% 

42% 

5,000+ 

3 

22% 

64% 

2,000+ 

6 

15% 

79% 

1,000+ 

10 

12% 

91% 

750-<  1,000 

1 

1% 

92% 

600-<750 

6 

3% 

95% 

250-<500 

8 

3% 

98% 

100-<^ 

9 

1% 

99% 

<100 

10 

<1% 

100% 

65  100% 
Source:  HIV /AIDS  Surveillance  Report.  November  1989,  Centers  for  Disease  Control 
Territories  include:  Guam,  Pacific  Islands^Trust  Territory,  Puerto  Rico,  Virgin  Islands 
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ATTACHMENT  B-1 


Impact  of  AIDS  on  21  Metropolitan  Areas,  UJS. 
198M989 

New  cases 

Total  na  of  per  100,000 

rqwrted  AIDS  cases  populalion 
1981-1989  1988-1989 


New  York,  New  York 

22.069 

63.4(3) 

Los  Angeles,  California  \ 
San  Frandsco,  California 

7399 

25.6(11) 

7417 

110.3(1) 

Houston,  Texas 

3,282 

27^(10) 

Newark,  New  d^ersey 

3482 

49.1(6) 

Washington,  DC 

3411 

23.1(13) 

Miami,  Florida 

2327 

49.7(5) 

Philadelphia,  Pennsylvania 

2387 

16.5  (19) 

Atlanta,  Georgia 

2.185 

34.2(9) 

Boston,  Massachusetts 

1389 

15.9  (20) 

Dallas.  Texas 

1347 

22.0  (14) 

San  Jiian,  Puerto  Rico 

1.741 

64.3(2) 

Fort  Lauderdale,  Florida 

1327 

48.0(7) 

San  Diego,  California 

1323 

20.3  (16) 

Jersey  City,  New  Jersey 

1331 

59.3  (4) 

Oakland,  California 

1337 

18.4  (18) 

Nassau-SuiBfolk,  New  York 

1.233 

14.2  (21) 

Seattle,  Washington 

1,132 

19.3  (17) 

West  Palm  Beach,  Florida 

1,027 

43.9(8) 

New  Orleans,  Louisiana 

976 

21.9(15) 

Austin,  Texas 

457 

24.3(12) 

Source:  HIV/ AIDS  Surveillance  Report,  November  1989,  Centers  for  Disease  Control 
*  ( )  Ranking  in  new  cases  per  100,000  population 

Average  new  case  rate,  1988-1989.  U.S.,  14.1  cases  per  100,000  population 


ATTACHMENT  C 

AIDS  CASES 
By  Exposure  Category 


San  Francisco 

■  Gay  Men  (95.6%) 

■  IVDU  (2.2%) 

■  Blood  (1.2%) 

■  Heterosexual  (0.6%) 
□  Other  (0.3%) 


New  York 

■  Gay  Men  (53.3%) 

■  IVDU  (36.8%) 

■  Blood  (1.2%) 

■  Heterosexual  (5.2%) 
□  Other  (3.9%) 


United  States 

■  Gay  Men  (68%) 

■  IVDU  (21%) 

■  Blood  (3%) 

■  Heterosexual  (5%) 
□  Other  (3%) 


Source:  HIV/AIDS  Surveillance  Report  12/89.  CDC 
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PREPARED  STATEMENT  OF  HELEN  MIRAMONTES,  RN,  MS,  CCRM 

The  California  Nurses  Association  is  pleased  to  present 
testimony  today  on  issues  of  federal  financing  for  treatment  of 
those  infected  by  the  HIV  virus. 

The  California  Nurses  Association  has  a  proud  history  of 
advocacy  in  legislative  arenas  for  programs  that  are 
comprehensive,  non-discriminatory,  and  reflect  proper  utilization 
of  the  knowledge  and  skills  that  nurses  can  contribute  to  the 
care  of  the  HIV  population. 

The  California  Nurses  Association  acknowledges  the  rapidly 
evolving  medical  treatments  that  have  recently  been  added  to  the 
battle  to  fight  progression  of  the  HIV  virus.     Not  withstanding 
advances  such  as  aerosolized  pentamidine,  AZT,   and  DDI,   the  HIV 
infected  individual  will  continue  to  rely  on  a  system  that 
depends  on  a  caring  model  while  a  cure  is  hopefully  developed. 
Nurses  have  been  a  cornerstone  in  a  health  care  system  that 
continues  to  adjust  to  a  shift  in  emphasis  from  an  exclusively 
high  technology  and  institutionally  based  model  to  one  that  must 
promote  prevention  and  supportive  care  throughout  a  progressively 
debili-  tating  disease.  ^ 

The  California  Nurses  Association  is  very  supportive  of  the 
concepts  of  early  intervention  as  a  priority  treatment  plan. 
Just  as  can  be  demonstrated  in  a  variety  of  traditional  diseases, 
such  as  heart  disease,  early  intervention  can  delay,  and 
sometimes  prevent,  progression  of  a  disease  process.     The  savings 
reaped  by  prevention  of  a  single  hospitalization  can  be 
multiplied  many  fold.     In  addition  to  actual  dollars  and  services 
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not  expended  when  the  diseases   is  proactively  managed,  the 
individual  with  the   illness  will   remain  a  productive  employee  or 
family  member,   and  can  enjoy  a  quality  of  life  not  restricted  by 
confinement  and  intrusive  treatments. 

It  is  essential  that  a  new  infusion  of  resources  be  made 
available  to  implement  a  widespread  network  of  services  that  will 
achieve  the  goals  of  early  intervention.     The  recent  publication 
by  Dr.   Donald  Francis  and  other  state  health  officials,  combined 
with  the  recently  released  recommendations  by  the  Mayor's  HIV 
Task  Force,   clearly  outline  the  operating  principles,  funding 
estimates,   and  details  on  the  best  methods  to  manage  the  care  of 
the  HIV-infected  population. 

Recent   federal  estimates  of  the  infected  population  has 
reduced  the  projected  number  of  infected  individuals  nationwide. 
These  numbers  should  be  taken  for  what  they  are--pro jections ,  and 
must  not   in  any  way  be  used  as  justification  for  any  reduction  in 
the  amount  of  resources  available  for  prevention,  early 
intervention,   or  continuing  care.     AIDS  experts   in  every  sector 
have  been  unanimous  in  their  advocacy  for  adequate  funding  by  the 
private  and  the  public  sector,   and  serious  shortfalls  still 
occur,   particularly  for  continuing  care.     Now  is  not  the  time  to 
streamline  any  activities  to  fight  HIV.      The  California  Nurses 
Association  calls  for  a  substantial  commitment  to  provide  the 
full  range  of  services  necessary  to  combat  the  disease. 

Prevention  of  any  new  transmission  of  the  disease  should  be 
a  major  priority  of  any  funding.     Public  health  education  with 
special  emphasis  on  high  risk  populations  and  behaviors  must 
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emanate   from  a  coordinated  and  well-financed  program. 

Intravenous  drug  users  and  their  sex  partners  must  have  treatment 

programs  available  to  reduce  dependence  on  drugs. 

A  clean  needle  exchange  program  should  be  in  place  as  part 
of  a  comprehensive  treatment  program  to  prevent  disease 
transmission.     Not  a  single  child  in  this  country  should  bear  the 
burden  of  birth  marred  by  a  life-threatening  illness  that  can  be 
prevented  by  education,   condoms,    bleach,   and  clean  needles. 

Nurses  are  integrally  involved  in  all  settings  and  all 
phases  of  care  for  the  HIV  population.     The  California  Nurses 
Association  strongly  supports  expanded  funding  of  community  and 
home-based  care.     Activities  such  as  those  funded  by  the  HRSA 
monies  are  examples  of  cost-effective  levels  of  care  that  reduce 
unnecessary  hospitalization.     Supportive,   long  term,   or  terminal 
care  is  best  provided  in  a  residential  setting  by  a  variety  of 
providers.     Recruitment,    retention,    training,   and  supervision  of 
community-based  care  providers  will  necessitate  extensive  and 
sustained  funding. 

Nurses  are  uniquely  qualified  to  give  direct  care  and 
coordinate  the  care  and  services  required  by  the  HIV  population. 
An  excellent  example  of  nurse-managed  services  utilizing  a 
multidisciplinary  team  approach  is  the  State  Office  of  AIDS 
funded  case  management  pilot  project  program.     Models  of  care 
developed  and  implemented  for  persons   infected  with  HIV  can  serve 
as  examples  for  other  illnesses  that  can  be  better  handled  with 
managed  care  and  community-based  care.     Thank  you  again  for  the 
opportunity  to  support  federal  financing  of  effective  programs  in 
the  fight  against  HIV. 
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PREPARED  STATEMENT  OF  DR.  PHILIP  R.  LEE,  INSTITUTE  FOR  HEALTH  POLICY 
STUDIES,  UNIVERSITY  OF  CALIFORNIA,  SAN  FRANCISCO 

Madame  Chairman  and  members  of  the  Task  Force  on  Human  Resources  of 
the  Committee  on  the  Budget  of  the  U.S.  House  of  Representatives,  I  am 
pleased  to  testify  today  on  the  Fiscal  Year  1991  AIDS  Budget. 

I  believe  that  efiforts  in  the  public  sector  at  all  levels  of  government  -  federal, 
state,  and  local  -  as  well  as  efforts  in  the  private  sector,  in  relation  to  tiie 
epidemic  of  Human  Immunodeficiency  Virus  (HIV)  disease,  should  be  guided 
by  four  broad  policy  goals: 

•  to  end  the  HIV  epidemic  throu^  prevention,  education,  and 
research; 

•  to  assure  access  to  treatment,  care,  and  support  services  for  all 
persons  with  HIV  infection; 

•  to  protect  the  civil  ri^ts  of  all  citizens;  and 

•  to  assure  adequate  funding  for  a  continuum  of  HIV  prevention, 
treatment,  care  and  support  services  and  HIV  research  llirough 
effective  public  sector  -  federal,  state,  and  local  government  -  and 
private  sector  leadership  and  partnership. 

The  purpose  of  my  testimony  today  is  to  provide  information  to  the  Task  Force 
on  Himian  Resources  of  the  Budget  Committee  on  four  major  issues: 

1.  the  geographic  impact  of  the  HIV  epidemic  in  the  United  States; 

2.  significant  trends  in  the  HIV  epidemic  over  its  course  that  should 
influence  response  to  the  epidemic; 

3.  the  past  allocation  of  resources  in  response  to  the  epidemic,  from 
Fiscal  Year  1982  through  Fiscal  Year  1990;  and 

4.  the  future  allocation  of  resources,  from  Fiscal  Year  1991  and  beyond. 
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THE  GEOGRAPHIC  IMPACT  OF  THE  HIV  EPIDEMIC 
IN  THE  UNITED  STATES 

The  epidemic  of  HIV  disease  has  become  a  series  of  epidemics,  developing  at 
different  rates  and  in  different  patterns  across  communities,  states,  nations, 
and  continents.  Cases  of  Acquired  Immunodeficiency  Syndrome  (AIDS)  have 
now  been  reported  in  152  countries  and  on  five  continents  -  the  Americas, 
Europe,  Afidca,  Asia,  and  Oceania.  The  World  Health  Organization  (WHO) 
estimates  that  there  are  at  least  600,000  AIDS  cases  worldwide,  with  large 
numbers  of  cases  going  unreported.  WHO  estimates  of  the  the  number  of 
people  infected  worldwide  range  fi^om  5  to  10  milhon.  Jonathan  Mann,  who 
heads  WHO's  Global  Programme  on  AIDS,  notes  that  "in  terms  of  the  number 
of  HIV-infected  people  and  people  with  AIDS,  and  the  social,  economic  and 
political  stresses  associated  with  HIV/AIDS,  WHO  believes  that  the  decade  of 
the  1990s  will  be  much  more  difficult  than  the  1980s  have  been." 

In  the  United  States,  the  HIV  epidemic  has  expanded  sharply  in  terms  of 
numbers  of  AIDS  cases.  There  were  50,000  cases  reported  fi"om  1981  to  1987, 
another  50,000  cases  fi-om  1987  to  mid-1989,  and  at  least  50,000  more  cases 
projected  for  1990.  The  number  of  AIDS  cases  reported  now  stands  at  more 
than  115,000.  The  number  of  persons  infected  with  HIV  is  now  estimated  by  the 
Centers  for  Disease  Control  to  be  fi-om  800,000  to  1.3  nulUon.  By  1992, 
projections  are  for  between  179,000  and  208,000  new  AIDS  cases. 

The  HIV  epidemic  also  has  expanded  geographically  in  the  United  States, 
affecting  more  communities  and  states,  but  it  remains  concentrated  in  smaU 
niunbers  of  states,  counties,  and  communities,  where  its  impact  has 
intensified.  During  the  earliest  years  of  the  epidemic,  fi-om  1981  to  1982,  nearly 
80  percent  of  all  reported  AIDS  cases  were  fi-om  six  metropolitan  areas  ~  New 
York  City,  San  Francisco,  Los  Angeles,  Miami,  Newark,  and  Houston  -  in  five 
states.  By  the  end  of  1987,  these  metropolitan  areas  accounted  for  50  percent  of 
all  reported  AIDS  cases.  By  late  1989,  they  accounted  for  about  40  percent  of  all 
cases  (Figure  1). 
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Fig  1  Geographic  Expansion  of  AIDS 
Cumulative  case  reports,  US,  1982  -  1989 


1982  1987  1989 

(0-593)  (n-49743)  (n-112241) 


[g::::;:::;:::;;;::^^^     PortlOR  of  AIDS  03868  froiH  6  inajor  metropolitan  areas 
(New  York  City,  San  Francisco,  Los  Angeles, 
Miami,  Newark,  Houston) 

I  I    Portion  from  rest  of  US 

Source:  HIV/AIDS  Surveillance  Reports,  CDC 

In  each  of  these  metropolitan  areas,  counties  as  well  as  cities  were  affected  by 
the  epidemic.  In  New  York  City,  five  coimties  (burroughs)  are  Eiffected.  In  San 
Francisco,  where  the  city  and  county  are  coterminous,  a  single  city  and  county 
are  seriously  affected  with  lesser  impact  in  the  surroimding  eight  coimties  in 
the  Greater  San  Francisco  Bay  Area.  In  Los  Angeles,  more  than  60 
communities  variously  impacted  by  the  HIV  epidemic  are  included  in  a  single 
county.  Dade  County,  Florida,  includes  the  city  of  Miami.  Houston  is  in  Harris 
County,  Texas,  and  Newark,  in  Essex  County,  New  Jersey. 

The  impact  of  the  epidemic  has  grown  rapidly  in  metropolitan  areas  outside 
these  original  epicenters.  In  December  1987,  only  two  metropolitan  areas 
outside  these  areas  had  reported  1,000  AIDS  cases.  By  late  1989,  ten 
metropolitan  areas  outside  these  areas  had  reported  at  least  1,000  AIDS  cases, 
two  areas  had  reported  at  least  2,000  AIDS  cases,  and  one  area,  more  than 
3,000. 
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Table  1  shows  the  21  metropoUtan  areas  now  most  heavily  impacted  by  the  HIV 
epidemic,  either  in  terms  of  nimibers  of  AIDS  cases  reported  (1,000+)  or  high 
numbers  of  new  cases  (20+  per  100,000  population).  The  areas  hardest  hit  in 
terms  of  total  numbers  of  cases  are  New  York,  Los  Angeles,  San  Francisco, 
Houston,  and  Newark.  In  terms  of  mmibers  of  new  cases  per  100,000 
population  in  the  past  year,  San  Francisco  heads  the  list  with  San  Juan,  Puerto 
Rico;  New  York;  Jersey  CJity,  New  Jersey;  and  Miami,  Florida  following. 


Table  1 

Impact  of  AIDS  on  21  Metropolitan  Areas,  U.S. 
1981-1989 


New  cases 

Total  no.  of 

per  100,000 

reported  AIDS  cases 

population 

lOQI  10Q0 

10QQ  10Q0 

New  York,  New  York 

22,069 

63.4  (3) 

Los  Angeles,  California 

7,899 

25.6  (11) 

San  Francisco,  California 

7,117 

110.3  (1) 

Houston,  Texas 

3,282 

27.2  (10) 

Newark,  New  Jersey 

3,182 

49.1(6) 

Washington,  DC 

3,111 

23.1  (13) 

Miami,  Florida 

2,827 

49.7  (5) 

Philadelphia,  Pennsylvania 

2,387 

16.5  (19) 

Atlanta,  Georgia 

2,185 

34.2  (9) 

Boston,  Massachusetts 

1,889 

15.9  (20) 

Dallas,  Texas 

1,847 

22.0  (14) 

San  Juan,  Puerto  Rico 

1,741 

64.3  (2) 

Fort  Lauderdale,  Florida 

1,527 

48.0  (7) 

San  Diego,  California 

1,523 

20.3  (16) 

Jersey  City,  New  Jersey 

1,331 

59.3  (4) 

Oakland,  California 

1,337 

18.4  (18) 

Nassau-Suffolk,  New  York 

1,233 

14.2  (21) 

Seattle,  Washington 

1,132 

19.3  (17) 

West  Palm  Beach,  Florida 

1,027 

43.9  (8) 

New  Orleans,  Louisiana 

976 

21.9  (15) 

Austin,  Texas 

457 

24.3  (12) 

Source:  HIV/ AIDS  Surveillance  Report,  November  1989,  Centers  for  Disease  Control 
*  ( )  Ranking  in  new  cases  per  100,000  population 

Average  new  case  rate,  1988-1989,  U.S.,  14.1  cases  per  100,000  population 
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Table  2  shows  the  relative  impact  of  the  HIV  epidemic  on  93  metropolitan  areas 
that  account  for  85  percent  of  AIDS  cases  reported  through  late  1989.  Twenty- 
two  metropolitan  areas  in  ten  states,  the  District  of  Colimibia,  and  Puerto  Rico 
account  for  two-thirds  of  all  cases  of  AIDS  reported  to  date. 


•iable2 

Impact  of  AIDS  on  93  Metropolitan  Areas,  IJJS. 
1981-1989 


Total  no.  of 
reported  AIDS  cases 
1981  - 1989 


No.  of 
metropolitan 


Percent  of 
total  reported 


Cumulative 
percent  of 
total  reported 


AIDS  cases,  U.S.     AIDS  cases,  U.S. 


20,000+ 
5,000+ 
2,000+ 
1,000+ 
750  -  <1,000 
500-<750 
250  -  <500 
100-<250 
<100 


1 
2 
7 
12 
5 
8 
18 
27 
13 


20% 
13% 
18% 
15% 
4% 
4% 
6% 
4% 
1% 


20% 
33% 
51% 
66% 
70% 
74% 
80% 
84% 
85% 


Total 


98 


85% 


Source:  HIV/ AIDS  Surveillance  Report,  November  1989,  Centers  for  Disease  Control 


Although  most  AIDS  cases  in  the  U.S.  continue  to  be  reported  from  large 
metropolitan  areas,  an  increasinjr  proportion  are  being  reported  from  smaller 
cities  and  rural  areas.  These  areas  now  account  for  15  percent  of  all  AIDS 
cases  in  the  country. 

The  impact  of  the  HIV  epidemic  on  states  and  territories  also  has  grown 
rapidly.  In  1981-1982,  no  states  had  yet  reported  1,000  AIDS  cases.  By  the  end 
of  1987,  nine  states  had  reported  1,000  or  more  cases.  By  late  1989,  21  states  and 


171 


territories,  nearly  40  percent  of  all  states  and  territories,  had  reported  1,000  or 
more  AIDS  cases.  These  21  states  and  territories  now  account  for  about  90 
percent  of  all  reported  AIDS  cases  in  the  United  States. 

Table  3  shows  the  impact  on  these  areas,  based  on  both  the  number  of  cases  and 
new  cases  per  100,000  population.  Hardest  hit  in  terms  of  total  nxmibers  have 
been  New  York,  California,  Florida,  New  Jersey,  and  Texas.  However,  in 
terms  of  new  cases  per  100,000  population  during  1988-1989,  the  hardest  hit 
areas  are  the  District  of  Colimibia,  New  York,  Puerto  Rico,  New  Jersey,  and 
Florida. 
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Tables 

Impact  of  AIDS  on  21  States  and  Territories,  U.S. 
1981-1989 


State  or  Territoiy 

Total  no.  of 

New  cases  per 

reported  AIDS  Cases 

100,000  population 

1981-1989 

1988-1989 

New  York 

25,354 

36.0  (2) 

California 

22,304 

22.5  (6) 

Florida 

9,386 

27.8  (5) 

Texas 

7,661 

14.2  (9) 

New  Jersey 

7,555 

29.1  (4) 

Illinois 

3,276 

9.8  (15) 

Pennsylvania 

3,149 

9.4  (16) 

Georgia 

2,887 

18.7  (7) 

Puerto  Rico 

2,821 

35.4  (3) 

Massachusetts 

2,372 

12.8  (11) 

Maryland 

2,020 

15.1  (8) 

District  of  Columbia 

1,896 

83.7  (1) 

Ohio 

1,560 

4.6  (21) 

Louisiana 

1,495 

10.6  (13) 

Washington 

1,492 

10.3  (14) 

Michigan 

1,367 

5.8  (20) 

Connecticut 

1,363 

13.3  (10) 

Virginia 

1,295 

6.7  (18) 

Missouri 

1,158 

8.2  (17) 

Colorado 

1,180 

11.1  (12) 

North  Carolina 

1,008 

6.0  (19) 

Source:  HIV/AIDS  Surveillance  Report,  November  1989,  Centers  for  Disease  Control 
*  ( )  Ranking  in  new  cases  per  100,000  population 

Average  new  case  rate,  1988-1989,  U.S.,  14.1  cases  per  100,000  population 


Although  the  impact  of  the  HIV  epidemic  is  growing  among  states.  Table  4 
shows  that  its  impact  is  still  centered  on  the  few  states  with  the  largest 
nimibers  of  reported  cases. 
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Table  4 

Impact  of  ATOS  on  all  States  &  Territories,  U.S. 
1981-1989 


Total  no.  of 
AIDS  cases 
1981-1989 


No.  of  states 
&teiTitories 


Percent  of 
total  reported 
AIDS  cases,  US 


Cumulative 
percent  of 
total  reported 
AIDS  cases,  US 


20,000+ 
5,000+ 
2,000+ 
1,000+ 


2 
3 
6 

10 
1 
6 
8 
9 

ID 


42% 
22% 
15% 
12% 
1% 
3% 
3% 
1% 
<1% 


42% 
64% 
79% 
91% 
92% 
95% 
98% 
99% 
100% 


750  -  <  1,000 
500-<750 
250-<500 
100-<250 
<100 


55 


100% 


Source:  HIV  I  AIDS  Surveillance  Report,  November  1989,  Centers  for  Disease  Control 
Territories  include:  Guam,  Pacific  Islands/Trust  Territory,  Puerto  Rico,  Virgin  Islands 


There  have  been  several  significant  trends  in  the  HIV  epidemic  that  have 
affected  the  scope  and  nature  of  the  epidemic  over  its  course.  These  trends 
should  serve  as  a  guide  to  an  effective  response  to  the  epidemic  now  and  in  the 
future  in  terms  of  the  allocation  of  public  and  private  resources. 

The  HIV  epidemic  has  esqjanded  and  shifted  in  terms  of  the  populations 
affected.  The  epidemic  began  in  1981  with  reports  of  HIV  infection  in  young 
homosexual  men.  The  modes  of  transmission  of  HIV  infection  --  sexual 
intercourse,  injection  of  blood  or  blood  products,  and  perinatal  exposure  --  have 
allowed  the  epidmic  over  its  course  to  affect  infants,  children,  and  adults.  HIV 
disease  now  affects  males  and  females,  heterosexuals,  homosexuals,  and 
bisexuals  of  all  races  and  ethnicities. 


TRENDS  IN  THE  HIV  EPmEMIC 
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Homosexual/bisexual  men  not  using  drugs  still  account  for  most  reported 
AIDS  cases  nationwide,  but  heterosexual  intravenous  drug  users,  their  sexual 
partners,  and  their  children  represent  an  increasing  proportion  of  all  cases. 

Women  and  minorities,  both  male  and  female,  are  increasingly  being  affected 
by  the  epidemic,  with  Blacks  and  Hispanics  being  disproportionately  affected. 
The  populations  most  affected  vary  sharply  from  conmiimity  to  cormnunity  and 
state  to  state. 

The  mV  epidemic  has  expanded  fix>m  a  dinical  standpoint,  as  tiie  clinical 
spectrum  of  HI¥-related  conditi<»]s  has  become  bett^  understood  and  as 
clinical  management  of  HIV  disease  has  improved.  HIV  disease  is  now 
viewed  as  a  chronic  disease  amenable  to  treatment.  There  has  been  a  shift  in 
focus  from  ARC  (AIDS-related  Complex)  and  AIDS,  late-stage  manifestations 
of  HIV  infection,  to  the  broad  spectnmi  of  conditions  associated  with  the 
infection.  Increased  knowledge  of  the  natural  history  of  HIV  infection,  its 
course  and  expression,  and  biological  markers  of  disease  progression  have  led 
to  an  expanded  perception  of  HIV  disease  from  a  clinical  standpoint.  There  is 
a  better  understanding  of  the  characteristics  of  different  stages  of  HIV  infection 
~  acute  infection,  asymptomatic  infection,  persistent  generalized 
lymphadenopathy,  ARC,  and  AIDS.  There  is  also  a  better  appreciation  of  the 
extended  period  of  time,  10  to  15  years,  over  which  different  signs,  symptoms, 
and  conditions  may  emerge.  These  advances  in  knowledge  have  now  been 
coupled  with  an  ability  to  intervene  successfully  in  the  course  of  HIV  disease 
with  drug  treatments,  such  as  AZT  (azidothymidine,  retrovir,  zidovudine)  and 
aerosolized  pentamidine. 

The  HIV  epi^mic  has  expanded  in  terms  of  the  numbers  of  persons  who  could 
benefit  from  early  intervention.  The  nimiber  of  reported  cases  of  AIDS  reflects 
only  a  small  proportion  of  the  HIV-infected  population  in  the  United  States, 
approximately  10  percent,  according  to  Centers  for  Disease  Control.  Until 
recently,  the  benefits  of  treatment  for  HIV  disease  were  limited  and  confined  to 
those  with  AIDS  and  ARC.  Now,  multicenter  clinical  trials  have  demonstrated 
substantial  benefits  of  both  AZT  and  aerosolized  pentamidine  in  persons  who 
are  HIV  positive  but  asymptomatic.  Estimates  are  that  as  many  as  464,000  to 
832,000  people  might  benefit  from  early  intervention  with  AZT  and  other  drug 
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therapies.  Newer  generations  of  drug  treatments  with  fewer  side  effects  may 
bring  increased  benefits  to  persons  with  HIV  infection.  To  bring  the  benefits  of 
early  intervention  to  people  will  require  not  only  additional  services  ~  HIV 
testing,  coimseling,  laboratory  monitoring,  medications,  and  primary  health 
care  -  but  also  improved  ambulatory  care  systems  and  public  and  private 
financing  strategies  to  pay  for  treatment  and  care. 

The  mV  epidemic  has  expanded  in  terms  of  the  numbers  of  persons  who  could 
benefit  fix)m  substance  abuse  treatment  services  linked  with  HIV  early 
intervention  services  and  continuing  care. 

The  HIV  epidemic  has  expanded  in  terms  of  the  numbers  of  persons  who  will 
require  long-term  care  and  support 

PAST  ALLOCATION  OF  RESOURCES 
m  RESPONSE  TO  THE  HIV  EPIDEMIC: 
FISCAL  YEAR  1982  THROUGH  FISCAL  YEAR  1990 

The  response  of  the  govermnent  at  the  federal,  state,  and  local  levels,  as  well  as 
the  response  of  the  private  sector,  to  die  HIV  epidemic  has  been  influenced  by 
several  critical  factors.  These  factors  include:  (1)  the  perceived  magnitude  and 
seriousness  of  the  epidemic;  (2)  the  limited  nimiber  of  states,  coimties,  and 
communities  seriously  impacted  by  the  epidemic;  (3)  the  populations  affected 
and  at  risk;  (4)  the  modes  of  transmission  of  HIV  infection;  (5)  the  availability, 
or  lack  of  availability,  of  effective  preventive  measures  and  treatment 
modalities;  (6)  sociopoliticsd  factors,  including  intergovernmental  relations  and 
the  relationship  of  the  public  sector  to  the  private  sector,  particularly  the 
nonprofit  or  voluntary  sector;  (7)  costs;  and  (8)  public  attitudes,  beliefs,  and 
biases. 
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Federal  Response 

Federal  budget  allocations  related  to  HIV  disease  have  grown  over  the  course  of 
the  epidemic.  Total  HlV-related  federal  government  spending  is  expected  to 
reach  approximately  $8,305  billion  in  Fiscal  Year  1990,  increasing  from  $8 
million  in  expenditures  in  Fiscal  Year  1982  to  approximately  $2,817  billion  in 
Fiscal  1990  (Figure  2  and  Table  5). 


Fig  2  Federal  AIDS  Expenditures 
FY  1982  -  1990 


1982       1983       1984       1985       1986       1987       1988       1989  1990  esfd 


Source:  National  AIDS  Program  Office, 
PHS.  DHHS,  June  1989 
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About  one-quarter  of  total  federal  HIV-related  spending  through  Fiscal  Year 
1990,  $1,930  bilHon,  will  be  for  the  federal  share  of  Medicaid.  While  this  is  a 
significant  expenditure,  it  represents  a  passive  federal  response  to  state 
Medicaid  policies. 

Nearly  60  percent  of  the  $8,305  billion  in  federal  funds,  $4,792  billion,  has  been 
earmarked  for  HIV-related  efforts  of  the  Public  Health  Service. 

Within  the  Public  Health  Service,  the  allocation  of  dollars  from  Fiscal  Year 
1982  through  Fiscal  Year  1990  has  been  as  follows:  (Table  6): 

National  Institutes  of  Health  (NLH)  ~  approximately  50  percent,  for 
biomedical  research 

Centers  of  Disease  Control  (CDC)  ~  approximately  30  percent,  for 
epidemiology  and  surveillance,  and    for  information  and  education; 

Alcohol,  Drug  Abuse,  and  Mental  Health  Administration  (ADAMHA)  ~ 
approximately  12  percent,  for  neuroscience,  behavioral,  and  addiction 
research; 

Food  and  Drug  Administration  (FDA)  ~  less  than  4  percent,  for 
protection  of  the  blood  supply  and  other  activities,  including  drug  and 
device  regulation; 

Health  Resources  and  Services  Administration  (HRSA)  ~  less  than  4 
percent,  for  patient  care  and  health  service  delivery,  health  professions 
education  and  training,  health  planning,  and  the  AZT  program;  and 

Office  of  the  Assistant  Secretary  for  Health  (OASH)  and  other  agency 
efforts,  including  health  services  research  supported  by  the  National 
Center  for  Health  Services  Research  and  Health  Care  Technology 
Assessment  -  less  than  2  percent. 
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Figure  3  shows  estimated  federal  AIDS  expenditures  across  federal  agencies 
for  Fiscal  Year  1990.  These  expenditures  will  total  $2,817  bilhon,  with  PubHc 
Health  Service  expenditures  standing  at  approximately  $1,600  billion. 


Fig  3  Federal  AIDS  Expenditures 
By  Agency,  Estimated  FY  1990 
Total  ■  $2.8  billion 


Public  Health  Svc  $1600 


Source:  National  AIDS  Program  Office,  $  figures  in  millions 

PHS,  DHHS.  June  1989 

Figure  4  shows  estimated  Public  Health  Service  expenditures  for  Fiscal  Year 
1990  by  activity.  Research  claims  44  percent  of  all  dollars;  prevention, 
education,  and  information,  24  percent;  epidemiology  and  surveillance,  14 
percent;  intravenous  drug  treatment  and  outreach,  9  percent;  patient  care,  4 
percent;  blood  and  tissue  protection,  3  percent;  and  other  activities,  2  percent. 
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Fig  4  Public  Health  Service  AIDS 
Expenditures  By  Activity,  FY  1990 


Other  2% 

Source:  National  AIDS  Program  Office. 
PHS,  DHHS,  June  1989 


Federal  priorities  reflected  in  budget  allocations  in  responding  to  the  HIV 
epidemic  have  been  in  the  areas  of  biomedical  research,  epidemiologic 
surveillance,  information  and  education,  protecting  the  blood  supply,  and  drug 
and  vaccine  development.  The  federal  role  in  some  of  these  areas,  research 
and  epidemiologic  surveillance,  for  example,  is  clearly  defined  and  clearly 
appropriate.  The  allocation  of  resources  to  research  and  epidemiologic 
surveillance  has  been  extremely  beneficial  and  has  produced  excellent  results. 
It  has  allowed  us  early  in  the  epidemic  to  accomplish  four  major  goals:  (1)  to 
identify  the  causal  agent  of  HIV  infection;  (2)  to  identify  routes  of  transmission 
and  populations  at  risk;  (3)  to  develop  an  antibody  test  for  the  virus;  and  (4)  to 
develop  and  test  successful  drug  treatments.  The  federal  role  in  protecting  the 
blood  supply  is  likewise  clear-cut  and  essential.  The  federal  government's 
responsibilities  related  to  drug  and  vaccine  development,  testing,  and 
monitoring  are  clear.  The  federal  government's  involvement  in  information 
and  education  activities,  however,  has  been  belated  and  greatly  hampered  by 
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restrictions  on  the  use  of  federal  funds  to  reach  populations  at  risk  in  ways  that 
would  reduce  individual  risk  and  the  spread  of  HIV  infection. 

In  1989,  there  is  still  no  national  policy  or  national  plan  related  to  the  HIV 
epidemic.  There  is  continuing  confusion  about  flie  respective  roles  of  federal 
government,  states,  counties,  and  municipalities,  especially  related  to 
financing  care  of  HIV-infected  persons.  No  dear  federal  policy  for  financing 
the  care  of  HIV  infected  persons  has  emerged  except  that  the  financing  of  care 
is  not  a  federal  responsibihty.  There  has  been  at  the  federal  level  of  government 
a  continuing  "business  as  usual"  approach  to  financing  issues  in  the  midst  of  a 
public  health  crisis.  There  has  not  been  an  effective  partnership  with  state  and 
local  government  and  with  the  private  sector  in  relationship  to  financing 
issues. 

The  National  Commission  on  AIDS  in  its  recently  released  report  to  President 
Bush  notes: 

To  date,  there  is  no  national  policy  or  plan,  and  no  national  voice. 
Currently... without  the  definition  of  roles  each  level  of 
government  points  a  finger  at  another  and  says  it  is  their  job. 
Clearly,  managing  the  HIV  epidemic  is  a  responsibility  which 
must  be  shared  by  all.  ...In  carr3dng  out  its  mandate,  the 
National  Conmiission  on  AIDS  will  attempt  to  delineate  clearly 
the  roles  and  responsibilities  of  various  levels  of  government  and 
the  private  sector  in  responding  to  and  managing  the  HIV 
epidemic  (National  Commission  on  AIDS,  1989). 

State  Response 

States'  key  roles  in  the  organization^  delivery,  and  financing  of  health  care, 
pubKc  health,  and  in  other  program  and  service  areas  shape  their  roles  in 
response  to  the  HIV  epidemic.  States  play  a  critical  role  in  several  areas: 
(1)  establishing  policies  related  to  Medicaid  eligibility,  scope  of  benefits,  and 
provider  reimbursement,  and  paying  the  state  share  of  Medicaid;  (2)  regulating 
the  activities  of  insurers  and  health  maintenance  organizations;  (3)  developing 
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strategies  to  provide  care  for  the  medically  indigent,  or  the  uninsured;  (4) 
administering  public  health  programs;  (5)  administering  social  service 
programs;  (6)  administering  substance  abuse  and  mental  health  programs; 
(7)  administering  in  some  states  a  public  hospital  system;  (8)  licensing  health 
care  facilities  and  other  residential  facilities;  and  (9)  licensing  health  care 
providers. 

States'  share  of  Medicaid  for  persons  with  AIDS  from  Fiscal  Year  1983  through 
Fiscal  Year  1990  is  estimated  at  $1,930  biUion.  However,  since  Medicaid  is  in 
reality  50  different  state  programs  of  public  insurance  for  low-income  persons, 
state  contributions  vary  widely  in  terms  of  services  available  to  recipients  and 
reimbursement  to  providers.  Variations  particularly  important  to  persons 
with  HIV  infection  are  Medicaid  eligibility  requirements  and  options,  service 
coverage  and  service  accessibility,  and  reimbursement  mechanisms  £ind 
payment  amoimts. 

Costs  to  states  and  to  the  federal  government  related  to  HIV  disease  and  the 
Medicaid  program  are  determined  by  several  factors,  including  (1)  eligibility 
for  persons  with  HIV  disease  ~  who  is  covered,  how  many  persons  are  covered, 
and  for  what  period  of  time;  (2)  services  covered  and  services  available  or 
accessible  to  persons  with  HIV  disease;  (3)  reimbursement  for  services, 
payment  mechanisms,  and  amounts;  and  (4)  financing  issues,  including  the 
federal  share  of  Medicaid.  States  differ  in  the  way  that  they  interpret  Medicaid 
laws  and  regulations,  and  local  offices  of  federal  agencies  also  vary  in  their 
interpretations  of  regulations,  for  example,  eligibility  determination. 

The  geographic  concentration  of  the  epidemic  and  the  variabUity  in  state 
Medicaid  programs  produce  an  uneven  distribution  of  the  financial  burden  of 
HIV-related  care  across  state  and  local  governments  and  health  care 
providers.  We  have  identified  the  concentration  of  the  AIDS  epidemic  in  a 
limited  number  of  states.  We  also  have  noted  the  varying  eligibility  for 
Medicaid  and  the  varying  provider  reimbursement  policies.  In  14  states, 
including  New  York,  the  state  portion  of  the  Medicaid  costs  (the  cost  not  borne 
by  the  federal  government)  is  shared  with  local  government  according  to  a 
formula.  New  York  City,  for  example,  pays  50  percent  of  the  state  Medicaid 
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cost  for  all  services  provided  in  New  York  City,  except  for  long-term  care,  for 
which  it  pays  25  percent.  As  a  result.  New  York  City  bears  a  financial  burden 
that  is  far  above  that  of  any  other  local  jurisdiction.  New  York  State  and 
California  have  relatively  generous  Medicaid  programs  with  respect  to 
eligibility  and  scope  of  benefits,  however,  their  reimbursement  policies, 
especially  for  physicians'  services  are  quite  restrictive.  Florida  and  Texas,  two 
of  the  other  top  five  states  in  terms  of  numbers  affected  by  AIDS,  have  very 
restrictive  Medicaid  eligibility.  In  these  states,  as  in  other  Southern  states,  this 
means  that  a  disproportionate  burden  of  costs  is  borne  by  pubUc  hospitals  at  the 
county  level. 

In  addition  to  their  role  in  Medicaid,  states  have  played  a  magor  role  in 
financing  a  range  of  other  HIV-related  activities  and  their  role  is  expanding. 

State-only  AIDS  expenditures,  excluding  Medicaid,  have  increased  sharply 
fi-om  $9  million  in  Fiscal  Year  1984  to  $252  million  in  Fiscal  Year  1989  (Figure 
5).  The  number  of  states  reporting  state-only  HIV  spending  also  has  increased 
sharply,  from  five  in  Fiscal  Year  1984  to  43  in  Fiscal  Year  1989. 
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Fig  5  State- only  AIDS  Expenditures 
Excluding  Medicaid,  FY  1984-1989 
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Source:  Rowe  and  Ryan,  1988,  and  AIDS  Policy  Center,  Inter- 
governmental Health  Policy  Project,  QWU,  Aug  1989 


The  current  picture  of  AIDS  funding  at  the  state  level  includes  funds  expended 
by  the  states  themselves,  (state-only  funds),  federal  funds  made  available  to 
states,  and  funds  obtained  by  states  from  other  sources,  primarily  private 
foimdations  (Figure  6).  In  Fiscal  Year  1989,  total  state  AIDS  funding, 
excluding  Medicaid,  stood  at  $495  million.  State-only  funds  accoimted  for 
shghtly  more  than  half  of  all  state  AIDS  expenditures  (51  percent),  federal 
fimds  to  states  for  slightly  less  than  half  (47  percent),  and  other  sources  for  only 
about  2  percent  of  all  funding. 
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Fig  6  State  AIDS  Funding 
Excluding  Medicaid,  FY  1989 
Total  =  $495  million 


$233  million 


Private  and  other  -  2% 

$10  million 

Source:  AIDS  Policy  Center,  Intergovernmental  Health  Policy 
Project,  George  Washington  University,  August  1989 

State-only  funds  and  federal  funds  to  states  in  Fiscal  Year  1989  supported  a 
broad  range  of  HIV-related  activities  (Figure  7).  The  relative  contribution  of 


Fig  7  State  AIDS  Funds  by  Source 
Excluding  Medicaid,  FY  1989 
Total  =  $495  million 
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Source:  AIDS  Policy  Center,  Intergovernmental  Health  Policy 
Project,  George  Washington  University.  August  1989 
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state-only  funds  and  federal  funds  in  support  of  specific  activities,  however, 
varies  significantly. 

For  example,  states  spent  approximately  $140  million  to  support  AIDS 
education  and  information  activities  in  Fiscal  Year  1989.  The  sources  of 
funding  for  these  activities  were  fairly  evenly  split  ~  about  $65  million  came 
from  the  states  themselves  and  $75  million  came  to  the  states  fi-om  the  federal 
government. 

Of  the  $119  million  supporting  testing  and  counseling,  the  federal  contribution 
of  about  $73  million  was  greater  than  the  states'  contribution  of  $46  milUon. 

Fimding  for  patient  care,  excluding  Medicaid,  however,  shows  just  the  opposite 
picture.  States  themselves  contributed  $65  million,  almost  two-thirds  of  the 
$101  million  for  patient  care,  while  the  federal  government  provided  only  about 
$36  million. 

Of  the  $48  million  for  epidemiologic  surveillance,  the  states  spent  only  about  $9 
million  of  their  own  dollars,  with  the  federal  government  contributing  $39 
million. 

Of  the  $41  million  for  support  services,  states  contributed  $31  million,  about 
three-quarters  of  all  fimds,  with  the  federal  government  providing  only  about 
$10  milHon. 

Of  the  $25  million  for  research,  states  spent  $19  million  and  the  federal 
government,  $6  million.  It  is  important  to  note  that  the  bulk  of  federal  research 
dollars  are  for  support  of  biomedical  research.  State  administrative  agencies 
are  not  major  recipients  of  federal  fimds  for  this  type  of  research. 

State-only  funds  are  the  most  important  source  of  support  for  states'  HIV- 
related  administrative  activities,  with  states  contributing  $14  million  of  the  $17 
million  expended. 
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states  are  spending  an  increasing  proportion  of  their  own  AIDS  dollars  on 
testing  and  counseling  and  patient  care.  In  Fiscal  Year  1989,  70  percent  of  all 
state-only  AIDS  funds,  excluding  Medicaid,  went  to  support  education  and 
information  (26  percent),  testing  and  counseling  (18  percent),  and  patient  care 
(26  percent)  .(Figure  8).  Although  state  expenditures  for  education  and 

Fig  8  Total  State-only  AIDS  Funds 
Excluding  Medicaid,  FY  1989 
Total  =  $252  million 

Patient  Care 


Education/lnforma 
26% 

Source:  AIDS  Policy  Center,  Intergovernmental  Health  Policy 
Project,  George  Washington  University,  August  1989 

information  have  been  fairly  stable  over  the  past  three  years,  ranging  from  19  to 
26  percent  of  all  state-only  AIDS  expenditures  over  Fiscal  Years  1986  through 
1989,  expenditures  for  testing  and  counseling  as  well  as  for  patient  care  have 
increased  sharply.  In  Fiscal  Year  1986  only  3  percent  of  all  state-only  AIDS 
funds  were  devoted  to  testing  and  counseling  and  4  percent  to  patient  care. 

Almost  half  of  all  state  AIDS  patient  care  dollars  in  Fiscal  Year  1989,  which 
totaled  $65  million  excluding  Medicaid,  went  to  support  direct  inpatient  care  in 
state-supported  facilities  and  support  of  public  or  private  hospitals  or  other 
facilities  (Figure  9).  The  largest  category  of  expenditures,  accounting  for 
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Fig  9  State-only  AIDS  Funds,  Patient 
Care,  Excluding  Medicaid,  FY  1989 
Total  =  $65  million 


Hosp/facil  support 
22% 


Inpatient  care 
26%  A 


Other 
6% 


Networks/planning 
li.  21% 


Case  management 
6% 


Outpatient/home  care 
14% 


AZT 
6% 


Source:  AIDS  Policy  Center,  Intergovernmental  Health  Policy 
Project,  George  Washington  University,  October  1989 


Total  is  not  100%  due  to  rounding. 


more  than  20  percent  of  all  state-only  funds  for  patient  care,  was  for  the 
development  of  community-based  services,  comprehensive  HIV  plans,  and 
regional  networks  to  develop  systems  of  service  for  HIV-infected  persons. 
Thirteen  states  expended  state  dollars  to  support  planning  and  network 
development.  Outpatient  and  home-based  care  (14  percent),  case  management 
services  (6  percent),  AZT  (6  percent),  and  other  patient  care  programs  claimed 
less  significant  portions  of  state-only  expenditures  for  patient  care. 

States  vary  significantly  in  their  commitment  of  state-only  dollars  to  HIV- 
related  activities,  both  in  tei^mis  of  the  amount  of  dollars  and  in  the  type  of 
activities  supported.  State-only  AIDS  spending  for  Fiscal  Year  1989,  excluding 
Medicaid,  ranked  by  state  shows  that  total  non-Medicaid  spending 
concentrated  in  a  few  states  (Figure  10).  California  leads  all  other  states  with 
expenditures  of  $77  million,  accounting  for  more  than  30  percent  of  total  AIDS 
spending  among  states.  New  York  ($53  milHon),  Florida  ($18  million), 
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Massachusetts  ($15  million),  and  New  Jersey  ($13  million)  together  account  for 
another  40  percent  of  total  spending. 


Fig  10  State-only  AIDS  Spending 
Ranking  By  State,  Top  10  States 
Excluding  Medicaid,  FY  1989 
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Source:  AIDS  Policy  Center,  Intergovernmental  Health  Policy 
Center.  George  Washington  University,  June  1989 


State-only  AIDS  spending  per  capita  for  Fiscal  Year  1989  shows  the  District  of 
Columbia  ranking  first,  followed  by  Hawaii,  New  York,  Rhode  Island,  and 
California  (Figure  11). 
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Fig  11  State-only  AIDS  Spending 
Per  Capita,  Top  10  States 
Excluding  Medicaid,  FY  1989 
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Source:  AIDS  Policy  Center,  Intergovernmental  Health  Policy 
Center,  George  Washington  University,  June  1989 

Among  states  with  the  highest  caseloads,  there  is  a  great  variation  in  spending 
per  AIDS  case  and  the  types  of  activities  supported  by  state-only  AIDS  dollars 
(Figure  12). 

Fig  12  State-only  AIDS  Spending  Per 
Reported  AIDS  Case,  States  with  Highest 
Caseloads,  FY  1989  Excluding  Medicaid 
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States'  m£Qor  concerns  are  the  lack  of  finanfing  options  to  manage  the 
epidemic  and  the  need  for  greater  coordination  among  different  levels  of 
government  and  the  public  and  private  sectors. 

Local  Response 

The  role  of  local  government  in  response  to  the  HIV  epidemic  has  varied  from 
county  to  county  and  communily  to  community.  Political  and  economic  factors, 
the  role  of  state  and  federal  government  in  HIV-related  efforts,  types  and  levels 
of  state  and  federal  fimding,  the  relationship  of  counties  to  the  state,  the 
relationship  of  counties  and  municipalities,  private  sector  initiatives,  the 
impact  of  the  epidemic  on  the  coimty  and  the  municipality,  and  public  attitude 
appear  to  be  major  determinants  of  local  government  response.  In  some 
communities,  strong  local  government  leadership,  especially  public  health 
leadership  and  support,  has  provided  both  a  structural  and  financial  base  for 
planning,  developing,  and  implementing  comprehensive,  county- wide  HIV- 
related  prevention,  care,  and  support  systems.  San  Francisco  and  Seattle/King 
Coimty  have  both  demonstrated  this  kind  of  leadership.  In  other  counties  or 
municipeJities,  local  leadership  and  support  in  the  public  sector  has  been  weak 
or  absent,  and  the  private  sector,  especially  nonprofit  AIDS  service 
organizations  and  other  community-based  agencies,  have  spearheaded  HIV- 
related  efforts.  In  still  other  coimties,  strong  and  sometimes  new  and 
innovative  public-private  partnerships  have  emerged  over  the  course  of  the 
epidemic,  often  in  response  to  opportunities  for  funding  from  federal,  state,  or 
private  sector  soiu-ces. 

In  some  counties,  municipalities,  or  metropolitan  areas,  local  government  has 
played  a  leadership  role  in  developing  models  of  care  for  persons  witii  HIV 
disease,  and  these  local  models  of  care  have  influenced  tiie  development  of  state 
and  federal  policies,  as  well  as  private  sector  efforts.  Response  to  the  HIV 
epidemic  has  evolved  through  a  "bottoms  up"  process  of  policy  and  program 
development.  Early  in  the  epidemic,  elements  of  a  continuum  of  care  for 
persons  with  HIV  disease  began  to  be  defined  in  cities  and  counties  challenged 
by  the  need  to  provide  services  to  a  rapidly  increasing  number  of  persons  with 
AIDS. 
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San  Francisco  with  strong  local  government  and  academic  health  science 
center  leadership  was  the  first  community  to  develop  a  system  of  care  featuring 
a  well-defined  continuum  of  HIV-related  services.  This  system  includes  a 
multidisciplinary  outpatient  clinic  £ind  a  dedicated  inpatient  unit  in  a  county 
hospital,  a  range  of  home-  and  community-based  services,  social  support 
services,  and  short-term  and  long-term  housing  alternatives.  The  system  in 
San  Francisco  also  is  characterized  by  the  involvement  of  a  significant  nimiber 
of  community  physicians  and  conmiunity  hospitals,  including  a  large  health 
maintenance  organization  (Kaiser  Permanente).  The  system  is  undergirded  by 
the  efforts  of  a  substantial  number  of  volunteers,  who  provide  a  range  of 
services  in  a  multitude  of  settings, 

San  Francisco's  service  deUvery  system  served  as  the  model  for  the  State  of 
California's  home-  and  community-based  care  pilot  projects  as  well  as  for  New 
York  State's  approach  to  organizing  and  financing  services  through  its 
designated  AIDS  centers.  San  Francisco's  service  delivery  system  also  was  the 
model  for  The  Robert  Wood  Johnson  Fotmdation  AIDS  Health  Services 
Program  and  for  HRSA's  AIDS  Services  Demonstration  Projects,  national 
demonstration  projects  that  have  helped  to  lend  structure  and  support  to 
community  response  in  high-impact  areas. 

Models  of  care  vary  significanfly  at  the  local  level  because  the  problems  faced  by 
each  comity  or  municipality  in  responding  to  the  HIV  epidemic  are  in  some 
way  unique.  Models  of  care  vary  across  several  dimensions:  (1)  the  locus  of 
leadership  for  HIV-related  efforts  in  the  coimty  or  municipality;  (2)  available 
public  and  private  health  care  facilities;  (3)  available  health  manpower;  (4) 
available  health  and  social  service  agencies;  (4)  the  degree  and  nature  of  public- 
private  sector  cooperation;  (5)  the  type  and  level  of  local  government  fimding;  (6) 
the  type  and  level  of  federal,  state,  and  private  sector  support;  (7)  the  type  of 
service  components  in  the  model;  (8)  the  type  of  financing  mechanisms  for 
service  components;  (9)  the  type  of  case  management  and  the  entry  point(s)  into 
the  system  of  care;  (10)  case  mix;  and  (11)  caseload.  Communities  with  large 
numbers  of  intravenous  drug-related  AIDS  cases,  including  cases  among 
women  and  pediatric  cases,  are  being  challenged  to  develop  a  different 
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continuum  of  services  to  meet  the  needs  of  these  groups,  and  models  of  care  for 
these  populations  are  just  now  beginning  to  emerge. 

There  are  nugor  gaps  in  HIV-related  services,  including  patient  care  services, 
in  many  counties  and  municipalities.  As  the  epidemic  continues  to  intensify  in 
large  urban  inner-city  areas  and  to  spread  to  smaller  metropolitan  areas, 
suburban,  and  rural  areas,  cities  and  counties  are  being  faced  with  the 
challenge  of  planning  and  developing  new  services  and  restructuring  and 
expanding  existing  service  deUvery  systems.  The  General  Accoimting  Office's 
recent  report,  AIDS:  Delivering  and  Financing  Health  Services  in  Five 
Communities,  identifies  the  most  critical  services  needs  as  substance  abuse 
treatment,  home-  and  conmiunity-based  care,  housing,  and  mental  health 
services.  The  report  also  notes  that  outpatient  care  and  medical  care  provided 
by  physicians  and  clinics  was  reaching  capacity  and  some  clinics  had  waiting 
lists.  In  most  commimities,  nursing  homes  did  not  admit  patients  with  AIDS 
because  of  limited  capacity,  lack  of  facilities  and  staff  to  care  for  infectious 
patients,  and  low  Medicaid  reimbursements.  Another  unarticulated  factor 
affecting  all  providers  of  care  is  fear  of  losing  other  patients. 

More  and  more  communities  are  now  under  pressure  to  plan,  organize, 
deliver,  and  develop  financing  strategies  for  a  more  comi^ex  array  of  HIV 
prevention,  care,  and  support  services.  Cities  and  counties  will  Hkely  continue 
to  be  the  policymakers  of  first  and  last  resort  in  the  HIV  epidemic.  Cities  and 
coimties  also  bear  responsibility  for  the  organization,  delivery,  and  financing  of 
many  HIV-related  services.  As  the  numbers  of  persons  with  HIV  disease 
continues  to  increase,  as  more  persons  fall  ill  with  intravenous  drug-related 
disease,  and  as  the  clinical  management  of  HIV  infection  shifts  toward  early 
intervention,  localities  are  being  faced  with  the  complex  task  of  integrating 
public  health  services,  (i.e.,  HIV  testing  and  counseling)  with  personal  health 
services  (i.e.,  diagnostic  testing  and  monitoring,  primary  care  services),  social 
services,  home-  and  community-based  services,  outpatient  drug  treatment 
services,  residential  care  (i.e.,  drug  treatment  and  mental  health),  and 
housing.  The  GAO  report  notes: 
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The  federal  government,  through  the  Medicaid  program,  pays  at 
least  25  percent  of  the  nation's  AIDS  medical  bill.  In  communities 
like  San  Francisco,  high-quality  care  is  available  at  lower  cost  than 
in  other  cities  because  alternatives,  such  as  home-  and  community- 
based  services  substitute  for  hospital-based  care.  As  the  epidemic 
progresses  across  the  country,  Medicaid,  as  well  as  private  insurers, 
will  pay  for  more  expensive  AIDS  health  services  if  commimities 
have  not  developed  lower  cost  alternative  delivery  systems. 
Therefore,  the  federal  government  has  a  strong  financial  incentive  to 
encourage  less  costly,  quaUty  conscious  AIDS  delivery  systems. 

The  report  goes  on  to  say: 

Over  the  next  several  years,  many  commimities  will  need  help  in 
developing  and  coordinating  health  services  to  meet  the  needs  of 
their  growing  AIDS  caseloads.  Modest  federal  and  private 
demonstration  projects,  such  as  those  now  underway  in  some 
cities,  allow  communities  broad  flexibility  to  develop  alternative 
services  tailored  to  their  unique  needs.  Expanded  assistance  to 
more  commimities  and  wide  dissemination  of  results  of  AIDS- 
related  demonstration  projects  have  the  potential  to  help  many 
communities  replicate  successful  AIDS  delivery  systems  or  create 
their  own.  Such  assistance  and  sharing  of  information  can  help 
control  the  costs  of  caring  for  people  with  AIDS. 

The  ovenvhehning  conoem  of  municipalities  and  counties  related  to  the  HIV 
epidemic  is  how  to  provide  patient  care  and  support  services  for  increasing 
numbers  of  persons  with  HIV  disease.  MunicipaHties,  coimties,  regions, 
states,  and  the  federal  government  will  have  to  work  more  closely  together  in 
developing  new  ways  to  organize,  deliver,  and  finance  care  and  other  HIV- 
related  services.  As  the  epidemic  continues  both  to  intensify  in  inner-city  areas 
and  to  spread  to  suburban  and  rural  areas,  it  is  likely  that  regional  approaches 
to  services  will  need  to  be  developed.  Regional  service  concepts  are  already  a 
reality  in  New  York,  New  Jersey,  Maryland,  Florida,  and  Washington,  and  are 
emerging  in  California  and  several  other  states.  Developing 
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intergovernmental  and  public-private  financing  mechanisms  to  support  the 
full  array  of  HIV  services  will  be  the  major  challenge.  In  attempts  to  meet  this 
challenge  and  others,  there  is  an  interesting  pattern  emerging  aroimd 
imiversity,  government,  and  commimity-based  service  provider  collaboration 
in  different  parts  of  the  country~San  Francisco  and  other  commimities  in 
California,  New  York  City,  Miami,  Baltimore,  Ann  Arbor/Detroit,  and  Boston. 
In  some  cases,  these  collaborative  efforts  link  research,  service  development, 
planning  and  evaluation,  pohcy  development,  and  pohcy  analysis  to  better 
target  resources. 

There  is  inadequate  iiiformation  on  HlV-related  expenditures  of  municipalities 
and  counties,  and  how  localities  are  using  federal,  state,  local,  and  private 
sector  funds  to  accomplish  policy  and  program  goals  related  the  the  HIV 
epidemic.  The  response  of  cities  and  coimties  first  impacted  by  the  epidemic  is 
being  recapitulated  with  some  important  variations  by  cities  and  counties 
impacted  later  by  the  epidemic.  Detailed  case  studies  of  the  responses  of  the 
first  four  cities  —  New  York,  San  Francisco,  Los  Angeles,  and  Miami  ~ 
receiving  HRSA  grants  have  been  developed  by  SysteMetrics/McGraw-Hill. 
These  reports  provide  a  rich  source  of  data  on  commimity  contexts,  public  and 
private  sector  involvement,  health  care  delivery  systems,  characteristics  of 
populations  affected  by  HIV  disease,  history  of  response,  and  HIV  delivery 
system  organization  and  funding.  Further  evaluation  of  other  HRSA 
demonstration  projects  in  21  metropolitan  areas  is  being  conducted  by  Project 
Hope  and  SysteMetrics/McGraw  Hill.  The  General  Accoimting  Office  report, 
which  features  case  studies  of  five  commimities  -  New  Haven,  Philadelphia, 
Baltimore,  New  Orleans,  and  Seattle  --  provides  similar  information. 
Evaluation  of  the  nine  Robert  Wood  Johnson  AIDS  Health  Services  Projects  is 
also  proceeding;  these  four-year  demonstration  projects  are  located  in  Nassau 
Coimty,  New  York;  New  York  City,  Newark-Jersey  City;  Atlanta;  Miami-Ft. 
Lauderdale;  West  Palm  Beach;  New  Orleans;  Dallas;  and  Seattle-King  County. 

Private  Sector  Responses 

Private  citizens,  AIDS  service  organizations,  community-based  health  and 
social  service  organizations  that  are  not  AIDS  specific,  voluntary  and 
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professional  organizations,  religious  groups,  the  media,  advocacy 
organizations,  private  and  public  foundations,  corporations  and  other 
employers,  insurers,  and  health  maintenance  organizations  all  have  played  a 
role  in  responding  to  the  HIV  epidemic.  We  are  preparing  reports  on  private 
sector  and  public  sector  funding  for  the  Amercan  Foundation  for  AIDS 
Research  and  for  the  Council  on  Foimdations.  When  those  reports  are 
complete,  we  will  make  them  available  to  the  Task  Force  on  Human  Resources 
of  the  Budget  Committee.  We  would  Uke  to  note,  however,  the  role  of  insurers 
and  health  maintenance  organizations  in  response  to  the  epidemic. 

Insurers  and  health  maintenance  organizations  (HMOs)  have  varied  in  their 
reported  response  to  the  HIV  epidemic  One  recent  study  by  Warren 
Greenberg,  published  in  Managed  Care  Outlook  in  March  1989,  of  five  HMOs, 
five  Blue  Cross/Blue  Shield  firms,  five  commercial  insurers,  and  five 
employers  revealed  that  in  early  1988  the  epidemic  had  had  only  a  limited 
impact  relative  to  their  total  enrollment.  Consequently,  this  report  suggests, 
there  has  been  only  a  slight  increase  in  health  insurance  premiums  due  to  the 
cost  of  caring  for  persons  with  AIDS.  The  report  also  indicated  that  there  had 
been  few  alterations  in  benefit  packages  or  cost  containment  efforts  because  of 
AIDS.  The  report  notes:  "Firms  sdready  have  managed  care,  case 
management  and  home  health  care  programs  in  place,  and  they  are  used  for 
AIDS  patients  as  well." 

A  recent  study  of  Kaiser  Permanente's  Northern  California  region,  indicated  a 
substantial  impact  of  HIV-related  treatment  on  costs  of  care  and  premiums  in 
Northern  California.   In  this  region,  the  Kaiser  Permanente  Health  Plan 
enrolls  from  20  to  30  percent  of  all  workers  with  health  insurance.  Kaiser 
Permanente  estimates  that  HIV-related  treatment  costs  will  reach  nearly  $88 
million  between  1987  and  1990,  and  that  membership  premiums  have  already 
risen  by  72  cents  a  month  reflecting  increased  HIV-related  costs. 

The  most  recent  survey  of  the  American  Coimcil  of  Life  Insurance  and  the 
Health  Insurance  Association  of  America  released  in  September  1989  shows 
that  the  percentage  of  AIDS  health-related  claims  has  risen  during  the  period 
from  1986  through  1988.    Individual  accident  and  health  claims  related  to 
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AIDS  increased  from  0.7  percent  of  the  total  life  and  health  insurance  claims 
in  1986  to  0.9  percent  in  1988.   Group  accident  and  health  claims  related  to 
AIDS  increased  from  0.3  percent  of  total  claims  in  1986  to  0.8  percent  in  1988. 
In  dollars,  AIDS-related  health  claims  have  increased  from  $34.7  million  in 
1986  to  $50.3  million  in  1988  for  individual  claims,  and  from  $84.8  million  in 
1986  to  $248.6  million  in  1988  for  group  claims. 

AIDS  care  consumes  a  small  fraction  (less  than  1  percent)  of  overall  health 
expenditures  for  most  mqjor  private  and  public  insurance  programs.  This 
fraction  will  increase  but  is  imlikely  to  become  a  crippling  financial  burden  on 
organized  payers.  The  principsil  exception  here  is  the  heavy  economic 
responsibility  borne  by  local  governments  in  urban  areas  with  a  high 
prevalence  of  HIV. 

FUTURE  ALLOCATION  OF  RESOURCES 
IN  RESPONSE  TO  THE  HIV  EPIDEMIC: 
FISCAL  YEAR  1991  AND  BEYOND 

There  are  several  serious  problems  related  to  the  IDV  epidemic  in  the  United 
States,  the  most  serious  of  which  is  the  link  between  the  HIV  epidemic  and  the 
drug  epidemic.  Joseph  Califano,  former  Secretary  of  Health,  Education,  and 
Welfare,  recently  described  the  context  within  which  the  epidemic  of  drug 
abuse  must  be  considered: 

American's  problem  is  addiction,  not  simply  illegal  drugs. 
Reversing  its  penetration  of  society  will  require  more  than 
military  advisors  in  Columbia  and  street  cops.  It  will  require 
use  to  take  a  hard  look  at  ourselves  and  our  institutions... 

A  shift  in  federal  policy  to  deal  with  drug  abuse  ~  a  shift  toward  substance 
abuse  treatment  -  has  begun  to  take  shape,  but  the  need  for  treatment  far 
exceeds  available  resources.  In  40  states,  there  are  about  1.2  million  people  in 
drug  treatment  but  an  astoimding  10.2  million  on  waiting  lists  for  treatment. 
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Of  other  serious  problems  related  to  the  HIV  epidemic,  the  next  most  serious 
are  problems  in  health  care  financing.  The  National  Commission  on  AIDS  in 
its  first  report  to  the  President  asserts  that  "a  series  of  problems  have  resulted 
in  a  health  care  system  singularly  imresponsive  to  the  needs  of  HIV-infected 
people."  As  economist  Mary  Ann  Daily  of  The  George  Washington  University 
has  noted,  the  HIV  epidemic  "stresses  the  financing  system  at  its  weakest 
points. 

The  health  care  system  is  being  stressed  for  several  reasons.  First,  a  growing 
number  of  people  affected  by  HIV  disease  are  poor  and  uninsured.  Second, 
many  services  needed  by  persons  with  HIV  infection  are  not  covered  by 
insurance,  for  example,  prescription  drugs  outside  the  hospital  and  long-term 
care  services,  and  many  services  are  inadequately  reimbursed  by  third  party 
payers,  particularly  state  Medicaid  programs.  Third,  there  is  a  need  for  a 
range  of  public  health  services,  medical  services,  social  support  services,  and 
substance  abuse  prevention  and  treatment  services  that  requires  coordination 
and  flexibility  in  financing,  characteristics  often  absent  in  the  health  care 
system.  Fourth,  the  geographic  concentration  of  the  HIV  epidemic  in  a  small 
nimiber  of  states,  coimties,  and  conmiunities  is  placing  a  disproportionate 
burden  on  the  health  care  system  in  some  areas,  revealing  inherent 
weaknesses  in  the  system,  while  having  little  impact  on  other  areas  in  the 
country. 

There  are  m£uor  problems  with  the  health  care  system  in  the  United  States. 

The  system  is  pluralistic  and  fi*agmented.  Many  sick  people  with  and  without 
health  insurance  have  great  difficulty  finding  their  way  through  the  system  to 
get  the  care  that  they  need.  Among  the  specific  problems  affecting  the  system 
are  the  following: 

•  There  are  31-37  million  uninsured  persons  in  the  United  States  and 
millions  more  who  are  underinsured; 

•  Millions  of  low-income  persons  have  limited  access  to  health  care 
because  of  the  wide  variations  among  states  in  Medicaid  eligibility  and 
scope  of  benefits. 


201 


•  People  who  are  eligible  for  Medicaid  may  have  great  difficulty  finding 
providers  of  care  because  the  reimbursement  levels  for  physicians, 
hospitals,  and  other  providers  are  inadequate, 

•  Health  care  costs  are  continuing  to  rise  more  rapidly  than  the  growth  in 
the  gross  national  product;  and 

•  The  health  care  system  has  failed  to  respond  adequately  to  the  social  and 
medical  problems  caused  by  the  epidemic  of  substance  abuse. 

These  problems  are  affecting  a  great  many  Americans,  including  those  with 
HIV  disease  and  those  at  risk  of  HIV  infection. 

Cities,  counties,  and  states  most  heavily  impacted  by  the  HIV  epidemic  cannot 
wait  for  msgor  health  care  reforms  to  address  major  problems  in  the  health 
care  system  or  for  a  final  victory  in  the  war  against  drugs.  There  are  steps  that 
must  be  taken  immediately  and  over  the  longer  term  to  assist  these 
jurisdictions.  If  these  steps  are  not  taken,  health  care  delivery  systems  and 
substance  abuse  treatment  systems  will  simply  be  overwhelmed.  This  will 
affect  access  to  prevention,  care  and  treatment  services,  not  only  for  persons 
with  HIV  disease  or  those  at  risk  of  HIV  infection,  but  also  for  a  great  many 
other  people  seeking  these  services  in  their  commimities. 

The  Office  of  the  Management  and  Budget  and  the  Department  of  Health  and 
Human  Services  recommend  that  $1.7  million  billion  be  allocated  for  HIV 
research  and  other  HlV-related  activities  within  the  Public  Health  Service  in 
the  Federal  Fiscal  Year  1991  Budget  This  allocation  is  not  sufficient 

Although  the  federal  response  has  been  generous,  especially  in  relation  to 
research,  lack  of  federal  leadership  -  lack  of  an  effective  partnership  with 
states  and  localities  ~  in  addressing  problems  related  to  the  organization, 
delivery,  and  financing  of  a  continuum  of  HIV  prevention,  treatment,  care,  and 
support  services,  as  well  as  substance  abuse  treatment  services,  has  resulted  in 
a  disproportionate  burden  on  states  and  localities  most  heavily  impacted  by  the 
HIV  epidemic. 
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Allocation  of  Resources  Under  Existing  Legislative  Authority  - 
Immediate  Steps  To  Be  Taken 

1.  Immediate  action  is  needed  on  substance  abuse  treatment  (see  action  on 
substance  abuse  prevention  and  treatment  conference  report  on  page  39). 

2.  Appropriate  $25  million  for  early  intervention  demonstration  projects  ~ 
model  treatment  protocols  grants  ~  to  the  six  highest  impact  areas 
authorized  under  the  Omnibus  Health  Programs  Extension  Act  of  1988. 

3.  Provide  supplemental  appropriations  to  the  Health  Resources  and  Services 
Administration  to  enhance  HIV  patient  care  and  delivery  projects  and  HIV 
planning  in  high-impact  and  low-impact  areas  including: 

•  pediatric  health  care  demonstrations  ~  increase  from  $5  milUon  to  $30 
million  to  fund  additional  projects  in  high-incidence  localities 

•  adult  health  care  demonstrations  ~  increase  from  $17  to  $50  million  to 
fund  additional  projects  in  high-incidence  localities 

•  planning  grants—  increase  from  -0-  to  $5  million  to  fund  additional 
grants  in  low-incidence  localities  and  states 

Allocation  of  Resources  under  New  Legislative  Initiatives  -  Next 
Steps  to  be  Taken 

1.  Establish  authority  under  the  AIDS  Health  Care  Services  Act  (HR2954)  by 
amending  the  act  to  provide  impact  aid  -  direct  emergency  relief  (disaster 
relief)  grsoits  -  to  local  political  jurisdictions  (cities,  counties)  with  greater 
than  2,000  reported  AIDS  cases  or  annual  incidence  rates  of  20  per  100,000 
population.  Appropriate  $500  million  for  first  of  three  years  of  funding. 
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Require  localities  to  develop  a  public-private  consori;ium  to  plan,  develop, 
and  implement  a  comprehensive  HIV  prevention,  treatment,  care,  and 
support  system  to  qualify  for  "disaster  relief." 

The  consortia  would  include  city  and/or  county  health  departments, 
community-based  organizations,  health  care  facihties  and  providers, 
including  drug  abuse  and  mental  health  clinics,  pubhc  and  private 
hospitals,  and  home  health  agencies. 

The  consortia  would  be  required  to  give  priority  to  establishing  primary  care 
and  support  services,  such  as  outpatient  care,  mental  health  and  home 
health  services,  shelter,  food  services,  and  case  management. 

Secondary  services  would  include  hospice  care,  homemaker  services, 
respite  care  for  caregivers,  adult  day  care,  child  care,  transportation 
assistance,  foster  care,  and  assistance  in  obtaining  legal  services  related  to 
HIV  infection. 

Fimds  could  not  be  used  for  direct  compensation  to  hospitals,  nursing 
homes,  or  subacute  care  facilities  for  inpatient  care.  An  incentive  is  needed 
for  hospitals  and  physicians  to  provide  outpatient  care.  Medicaid 
reimbursement  for  outpatient  services  is  so  low  that  this  discourages 
hospitals  and  physicians  from  providing  these  services. 

Funds  could  not  be  used  to  replace  existing  municipal,  coimty,  state  funds. 

Grants  would  be  non-competitive  and  allocation  of  fiinds  based  on 
applicants'  ability  to  demonstrate  local  or  regional  needs  and  to  develop  a 
comprehensive  plan  to  respond  to  these  needs. 

2.  Establish  authority  under  the  Low-Income  Treatment  Assistance  Program 
(LITAP)  to  provide  a  three-year  federal/state  matching  program  for 
assistance  to  low-income  people  with  HIV  disease  in  purchasing  drugs. 
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3.  Establish  authority  under  the  AIDS  Housing  Opportunities  Act  (HR3423)  to 
provide  for  programs  to  prevent  homelessness  and  to  provide  short-  and 
long-term  housing  with  support  services  for  persons  with  HIV  disease  and 
related  illnesses. 

4.  Urge  Senator  Pete  Wilson  and  other  conferees  to  sign  the  substance  abuse 
prevention  and  treatment  conference  report  when  the  Congress  returns  to 
session  on  January  23,  1990. 

The  failure  of  the  Congress  to  act  on  the  substance  abuse  prevention  and 
treatment  conference  report  represents: 

•  a  loss  of  $40  million  for  Waiting  List  Reduction  grants; 

•  a  loss  of  $75  million  for  prevention  and  treatment  services  for  at-risk 
pregnant  women  and  children;  and 

•  a  loss  of  $50  million  for  drug  abuse  treatment  for  low-income  people 
through  Commimity  Health  Centers,  Migrant  Health  Centers,  and 
Homeless  Health  Centers 

Failure  to  act  on  the  AIDS-related  provisions  in  the  legislation  will  result  in 
(1)  another  year  without  a  long  term  program  for  assistance  to  low-income 
people  with  AIDS;  (2)  a  loss  of  $30  million  for  AIDS-related  drug 
reimbursement  assistance  due  to  there  being  no  requirement  for  a  state  match 
and  (3)  another  year  without  a  systematic  program  to  offer  HIV  antibody 
counseling,  testing,  and  medical  foUowup  to  intravenous  drug  users  in 
treatment. 

Because  this  legislation  is  still  in  conference,  if  Senator  Wilson  or  any  of  the 
other  conferees  not  signing  were  to  sign  the  report  when  Congress  returns  on 
January  23rd,  then  the  conference  agreement  would  go  to  both  houses  for  a 
vote.  These  programs  could  then  be  addressed  in  either  a  supplemental 
appropriation  or  through  reprogramming  of  the  ADAMHA  block  grant  funds 
by  the  Administration. 
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I  thank  you  for  asking  me  to  testify  and  for  providing  me  with  the  opportimity  to 
share  this  information  with  you. 

I  would  like  to  conclude  my  remarks  with  an  observation  made  by  Kristine 
Gebbie,  a  member  of  the  President's  Commission  on  Human 
Immunodeficiency  Virus  Disease: 

We  look  at  the  American  system  through  the  'lens  of  the  HIV' 
and  found  gaping  holes,  huge  problems.  We  said  that  if  this 
coimtry  did  not  do  something  about  all  of  these  problems  we 
will  never  stop  the  epidemic. 

We  need  to  act  to  solve  problems  related  to  the  HIV  epidemic,  and  we  need  to 
allocate  resources  both  in  the  pubhc  sector  ~  at  federal,  state,  and  local  levels  of 
government  ~  and  in  the  private  sector  to  solve  these  problems. 
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OPENING  STATEMENT  OF  HON.  ANTHONY  BEILENSON 

Congresswoman  Boxer  and  Friends: 

I  am  pleased  to  welcome  you  to  Los  Angeles  and  to  the  23rd 
Congressional  District,  which  I  am  proud  to  represent.  I  think  it 
is  particularly  significant  that  this  district  is  host  to  this 
hearing  since  it  is  one  of  the  ten  districts  nationwide  most 
severely  affected  by  the  AIDS  epidemic.  Within  this  district,  the 
City  of  West  Hollywood  alone  has  had  605  reported  cases  of  AIDS, 
including  386  deaths,  through  the  middle  of  last  December. 

The  syndrome,  later  known  as  AIDS,  was  first  discovered  in  my 
district  by  Dr.  Michael  Gottlieb  of  UCLA  Medical  Center.  Today 
many  of  the  best  medical  minds  are  conducting  research  on  AIDS  in 
this  very  area. 

During  the  early  1980s,  while  the  Federal  government  was 
largely  ignoring  the  problem  of  AIDS,  partially  as  an  outgrowth  of 
government  homophobia,  people  in  this  Congressional  district  were 
showii^g  tremendous  leadership  in  educating  high  risk  groups,  in 
organizing  to  provide  services  to  people  with  AIDS,  and  in  pressing 
the  Federal  government  to  wake  up  to  this  burgeoning  epidemic. 
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On  the  critically  important  subject  of  early  intervention,  we 
should  note  that  we  routinely  advocate  early  intervention  for  other 
diseases,  such  as  breast  cancer.  With  almost  a  million  Americans 
infected  with  the  HIV  disease,  we  must  not  wait  for  a  million  full- 
blown AIDS  cases  to  be  diagnosed  before  we  use  the  tools  already 
at  our  disposal  to  begin  an  intervention  treatment  program.  The 
proper  scope  of  government  activity  and  funding  cannot  be  only  for 
full-blown  AIDS  cases;  the  proper  scope  must  be  the  full  spectrum 
of  the  HIV  infection. 

I  strongly  support  anonymous,  voluntary  testing  for  the  60  to 
70%  of  the  high  risk  population  that  has  not  been  tested  for  AIDS. 
Equally  important  to  such  testing  is  government  support  of 
counseling  for  those  who  test  positive;  medical  monitoring  after 
the  testing;  affordable,  proven  therapies  for  those  who  can  benefit 
from  those  therapies;  and  greater  access  to  experimental  therapies. 

Now  at  the  close  of  this  decade  and  at  the  beginning  of  a  new 
one,  let  us  resolve  that  the  same  sins  of  omission  will  not  be 
committed  in  the  area  of  early  intervention  for  people  with  the  HIV 
disease. 

I  very  much  appreciate  the  opportunity  to  join  you  today — 
thank  you. 
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PREPARED  STATEMENT  OF  HON.  NANCY  PELOSI,  A  REPRESENTATIVE  IN 
CONGRESS  FROM  CALIFORNIA 


MADAM  CHAIRMAN,    I  COMMEND  YOU  ON  HOLDING  THIS  IMPORTANT  FIELD 
HEARING  TODAY  ON  THE  FEDERAL  AIDS  BUDGET  FOR  FISCAL  YEAR  1991. 
I  AM  PARTICULARLY  PLEASED  THAT  UNDER  YOUR  LEADERSHIP  THE  TASK 
FORCE  ON  HUMAN  RESOURCES  IS  BEGINNING  ITS  WORK  THIS  YEAR  WITH  TWO 
FIELD  HEARINGS  ON  AIDS  ISSUES  AND  THAT  THE  BUDGET  COMMITTEE  WILL 
BE  HEARING  DIRECTLY  FROM  THE  PEOPLE  OF  SAN  FRANCISCO  ABOUT  THE 
ENORMOUS  NEEDS  PRESENTED  BY  THE  HIV  AND  AIDS  EPIDEMICS  IN  THIS 
CITY . 

YOUR  WILLINGNESS  TO  MAKE  A  COMMITMENT  TO  FIND  SOLUTIONS  TO  THESE 
PROBLEMS  AND  YOUR  LEADERSHIP  AS  CHAIRMAN  OF  THE  TASK  FORCE  ON 
HUMAN  RESOURCES  ARE  MAKING  A  MAJOR  DIFFERENCE  IN  THE  ABILITY  OF 
THIS  CITY  TO  RESPOND  TO  THE  MANY  NEW  CHALLENGES  OF  THE  HIV  AND 
AIDS  EPIDEMICS.     PLEASE  KNOW  HOW  MUCH  RESPECT  YOU  HAVE  EARNED 
FROM  YOUR  COLLEAGUES  AND  FROM  THE  PEOPLE  OF  SAN  FRANCISCO  FOR  ALL 
THAT  YOU  ARE  DOING  ON  THIS  ISSUE. 

MADAM  CHAIRMAN,   THE  TOLL  FROM  AIDS  IN  SAN  FRANCISCO  IS 
STAGGERING.     WE  HAVE  ALREADY  LOST  OVER  5,000  OF  OUR  PEOPLE  TO 
THIS  DISEASE.     WE  HAVE  OVER  3,000  OF  OUR  PEOPLE  CURRENTLY  LIVING 
WITH  AIDS.     AND  WE  HAVE  AN  ESTIMATED  24,000  ADDITIONAL  PEOPLE 
LIVING  WITH  VARIOUS  STAGES  OF  HIV  DISEASE.     ONE  OUT  OF  EVERY 
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THIRTY  PEOPLE  LIVING  IN  THIS  CITY  IS  INFECTED  WITH  HIV.     BEING  AN 
EPICENTER  OF  THIS  EPIDEMIC  DOES  NOT  ALLOW  SAN  FRANCISCO  TO  IGNORE 
THE  PRIORITY  OF  THE  AIDS  ISSUE.     THE  EPIDEMIC  IS  NOT  JUST  THE 
DILEMMA  OF  THOSE  INFECTED?  THIS  IS  A  PROBLEM  THAT  MUST  BE  FACED 
BY  THE  ENTIRE  CITY. 

UNDER  THE  LEADERSHIP  OF  MAYOR  ART  AGNOS,   SAN  FRANCISCO  IS 
RESPONDING  TO  THE  MANY  CHALLENGES  OF  THE  HIV  EPIDEMIC  WITH 
COMPASSION  AND  SOUND,   COMMUNITY-BASED  PLANNING,      I  AM  PLEASED  TO 
KNOW  THAT  CONGRESS  WILL  BE  HEARING  TODAY  FROM  MEMBERS  OF  THE 
MAYOR'S  HIV  TASK  FORCE  WHICH  HAS  RECENTLY  ISSUED  ITS  DRAFT 
REPORT  ADDRESSING  THE  CRITICAL  GAPS  IN  HIV  CARE  AND  PREVENTION 
SERVICES.     THE  REPORT  WAS  COMPILED  BY  MEMBERS  OF  THE  COMMUNITY  AT 
LARGE  —  HEALTH  CARE  PROVIDER,   BUSINESS,   RELIGIOUS,  PUBLIC 
SECTOR,   ETHNIC  AND  VOLUNTEER  COMMUNITIES. 

SAN  FRANCISCO  HAS  REACHED  CONSENSUS  ON  WHAT  NEEDS  TO  BE  DONE. 
WE  MUST  NOW  FIND  THE  POLITICAL  WILL  TO  SEE  THAT  THESE  GOALS  ARE 
ACHIEVED.     CLEARLY,   THE  FEDERAL  GOVERNMENT  SHOULD  AND  MUST  DO 
MORE . 

MADAM  CHAIRMAN,   TODAY  I  WOULD  LIKE  TO  EMPHASIZE  TWO  CRITICALLY 
IMPORTANT  AREAS  WHERE  THE  FEDERAL  GOVERNMENT  MUST  DO  MORE  ~ 
IMPACT  AID  TO  CITIES  AND  EARLY  INTERVENTION  FOR  PEOPLE  INFECTED 
WITH  HIV. 
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IMPACT  AID 

ON  JULY  20,    1989,    I  INTRODUCED  HR  2954,   THE  AIDS  SERVICES  ACT  TO 
AUTHORIZE  A  GRANT  PROGRAM  TO  ELIGIBLE  CONSORTIA  IN  PROVIDING 
SERVICES  TO  INDIVIDUALS  WITH  AIDS  AND  SYMPTOMATIC  HIV  INFECTION. 
THIS  LEGISLATION  WOULD  ASSIST  COMMUNITIES  IN  DEVELOPING  A  NETWORK 
OF  SERVICES  TO  CARE  FOR  PEOPLE  WITH  HIV  DISEASE  IN  A  MANNER 
SIMILAR  TO  THE  SAN  FRANCISCO  MODEL. 

AS  YOU  KNOW,   SAN  FRANCISCO,   ASSISTED  WITH  FEDERAL  MONEY  FROM 
HEALTH  RESOURCES  AND  SERVICES  ADMINISTRATION   (HRSA)  SERVICE 
DEMONSTRATION  PROJECT  GRANTS,   HAS  DEVELOPED  AN  INTEGRATED, 
COMMUNITY -BASED  SYSTEM  OF  CARE  FOR  PEOPLE  WITH  HIV  DISEASE. 
THIS  CASE-MANAGED  APPROACH  HAS  RESULTED  IN  A  DECREASE  IN  THE 
NUMBER  OF  AIDS  PATIENTS  HOSPITALIZED  PER  DAY  FROM  10%  IN  1985  TO 
AN  ESTIMATED  5%  IN  1988.     THE  LIFETIME  COST  OF  TREATING  AN  AIDS 
PATIENT  HAS  DROPPED  TO  $22,000  LESS  THAN  ANYWHERE  ELSE  IN 
CALIFORNIA.     SURVIVAL  FOLLOWING  AN  AIDS  DIAGNOSIS  HAS  INCREASED 
FROM  AN  AVERAGE  OF  11  MONTHS  IN  1985  TO  AN  AVERAGE  OF  16  MONTHS 
IN  1988.     THESE  TRENDS  CONTINUE. 

IF  THE  COST  SAVINGS  OF  THE  SAN  FRANCISCO  MODEL  WERE  EXTRAPOLATED 
TO  THE  ENTIRE  COUNTRY,   A  POTENTIAL  COST  SAVINGS  OF  $636  MILLION 
COULD  BE  PROJECTED  FOR  ALL  AIDS -RELATED  HEALTH  CARE  COSTS  IN 
1989.     THE  QUALITY  OF  THE  CARE  COULD  BE  IMPROVED  AS  WELL. 
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THE  LEGISLATION  I  HAVE  INTRODUCED  IS  BASED  ON  AN  IMPACT  AID 
MODEL.      IT  WOULD  PROVIDE  FOR  THE  FORMATION  OF  CONSORTIA  TO 
DEVELOP  A  COMPREHENSIVE  SERVICE  DELIVERY  SYSTEM  FOR  PEOPLE  WITH 
HIV  DISEASE  IN  REGIONS  WITH  A  DISPROPORTIONATE  NUMBER  OF  AIDS 
CASES.     THE  CONSORTIA  WOULD  INCLUDE  CITY  OR  COUNTY  HEALTH 
DEPARTMENTS,   COMMUNITY -BASED  ORGANIZATIONS,   HEALTH  CARE 
FACILITIES  AND  HEALTH  CARE  PROVIDERS,    INCLUDING  DRUG  ABUSE  AND 
MENTAL  HEALTH  CLINICS,   PUBLIC  AND  PRIVATE  HOSPITALS,   AND  HOME 
HEALTH  AGENCIES. 

I  BELIEVE  THAT  $500  MILLION  SHOULD  BE  BUDGETED  FOR  AIDS-RELATED 
IMPACT  AIDE  IN  THE  1991  FISCAL  YEAR.     SUCH  ASSISTANCE  FROM  THE 
FEDERAL  GOVERNMENT  WOULD  GO  A  LONG  WAY  TOWARD  ALLEVIATING  THE 
MANY  FINANCIAL  PROBLEMS  CURRENTLY  THREATENING  THE  SAN  FRANCISCO 
MODEL.     THIS  MUST  BE  A  PRIORITY  ISSUE. 

EARLY  INTERVENTION 

THE  SECOND  MAJOR  PRIORITY  ITEM  FOR  FUNDING  IN  THE  NEXT  FEDERAL 
BUDGET  IS  EARLY  INTERVENTION  FOR  HIV  DISEASE.     AS  YOU  KNOW,  THE 
LAST  YEAR  HAS  BEEN  A  GOOD  ONE  FOR  BASIC  AIDS-RELATED  BIOMEDICAL 
RESEARCH.     OUR  BELIEF  OF  SEVERAL  YEARS  AGO  THAT  EARLY 
INTERVENTION  WOULD  BE  THE  WAY  TO  GO  WITH  PEOPLE  WITH  HIV 
INFECTION  HAS  PROVEN  TO  BE  THE  CASE  IN  THE  RESEARCH  STUDIES 
ANNOUNCED  LAST  YEAR  BY  THE  NATIONAL  INSTITUTES  OF  HEALTH. 
EARLY  INTERVENTION  WORKS. 
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IN  1988,    I  OFFERED  AN  AMENDMENT  TO  THE  HEALTH  OMNIBUS  PROGRAMS 
EXTENSION  ACT  TO  ESTABLISH  LARGE  DEMONSTRATION  PROJECTS  TO  ASSESS 
EARLY  INTERVENTION  APPROACHES.      THIS  CONCEPT  HAS  NOW  BEEN 
CONVERTED  INTO  A  CALIFORNIA  STATE  PROGRAM  FOR  EARLY  INTERVENTION 
AND  PREVENTION  CENTERS.     THE  MECHANISMS  ARE  IN  PLACE  TO  MAKE  A 
REAL  DIFFERENCE  IN  THE  LIVES  OF  PEOPLE  WITH  HIV  INFECTION.  THE 
MONEY  MUST  BE  ALLOCATED  TO  GET  THESE  CENTERS  UP  AND  OPERATING. 

MY  HOPE  IS  THAT  CONGRESS  WILL  AUTHORIZE  A  MORE  EXTENSIVE  PROGRAM 
TO  ASSIST  LOCAL  GOVERNMENTS  IN  PROVIDING  ASSISTANCE  TO  LOW  INCOME 
PEOPLE  FOR  EARLY  INTERVENTION  WITH  HIV  DISEASE.  PERHAPS, 
CONGRESS  WILL  ALSO  EXTEND  CATEGORICAL  ELIGIBILITY  FOR  MEDICAID  TO 
INCLUDE  PEOPLE  AT  RISK  OF  ADVANCE  HIV  DISEASE.     HOWEVER,  UNTIL 
MORE  ELABORATE  PROGRAMS  ARE  IN  PLACE,  THE  EXISTING  AUTHORIZATION 
AS  FOUND  IN  THE  HEALTH  OMNIBUS  PROGRAMS  EXTENSION  ACT  SHOULD  BE 
USED  TO  FUND  EARLY  INTERVENTION  PROGRAMS. 

MADAM  CHAIRMAN,   THANK  YOU  FOR  THE  OPPORTUNITY  TO  PRESENT  MY 
VIEWS.     AGAIN,    I  COMMEND  YOU  ON  HOLDING  THESE  HEARINGS  AND  LOOK 
FORWARD  TO  WORKING  WITH  YOU  AND  OUR  COLLEAGUES  FROM  CALIFORNIA  IN 
ATTEMPTING  TO  FIND  WAYS  TO  ASSIST  SAN  FRANCISCO  TO  CONTINUE  ITS 
LEADERSHIP  IN  RESPONDING  TO  THE  HIV  AND  AIDS  EPIDEMICS. 
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PREPARED  STATEMENT  OF  GILBERTO  GERALD 

Hello,  By  neune  is  Gilberto  Gerald,  I  an  the  Executive  Director  of 
the  Minority  AIDS  Project  and  Secretary  of  the  Board  of  the  National 
Minority  AIDS  Council.     I  appreciate  the  opportunity  to  present 
testimony  regarding  the  need  for  Federal  support  for  early 
intervention  for  HIV  disease  and  impact  aid/disaster  relief  to 
cities  and  regions  with  high  incidence  of  HIV  Disease. 

The  more  than  500  AIDS  diagnosed  clients  that  ve  have  served  at  the 
Minority  AIDS  Project  includes  92%  from  racial  and  ethnic 
communities.     Fifty-seven  percent  (57%)  of  our  clients  are  Black  and 
thirty-one  percent  (31%)  are  Latino.    Forty-three  percent  (43%)  of 
our  Latino  clients  are  undocumented. •  Persons  with  AIDS  from  racial 
and  ethnic  communities  represent  the  fastest  growing  segment  of  the 
AIDS  diagnosed  population  both  nationally  and  locally.     Clearly,  in 
terms  of  whom  we  serve,  our  agency  provides  important  perspectives 
on  the  future  of  AIDS  prevention  and  care. 

In  our  experience  it  is  very  difficult  to  separate  out  and  highlight 
the  need  for  early  intervention  over  the  need  for  primary  AIDS 
education  and  prevention.    The  success  of  early  intervention  will 
depend  to  a  great  extent  on  primary  prevention  progreuns  which  affect 
community  and  individual  knowledge,  attitudes,  beliefs  and  behaviors 
regarding  HIV  and  preventive  health  care  in  general. 

Without  expanded  primary  prevention  progreons  for  HIV  Disease  that 
include  education  about  the  HIV  test,  are  culturally  specific, 
linguistically  appropriate,  and  based  in  orgamizations  like  MAP  with 
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access  to  the  affected  populations,  individuals  will  continue  to 
present  themselves  at  emergency  rooms  at  ^n  advanced  stage  of  their 
health  condition  rather  than  when  early  medical  intervention  is 
called  for.     Once  again  racial  and  ethnic  communities  will  not 
experience  the  benefits  of  medical  advances. 

The  AIDS  crisis  within  racial  and  ethnic  communities  occurs  within 
the  context  of  socioeconomic  conditions  and  that  have  led  to  a 
continuation  of  significantly  poorer  health  statistics  for  our 
communities.. 

Our  case  managers  report  that  at  intake  our  AIDS  diagnosed  clients 
demonstrate  a  significant  lack  of  knowledge  eibout  AIDS,  general 
health  care,  or  availedsle  progreuns.    They  are  an  obvious  indication 
that  primary  AIDS  prevention  programs  specifically  targeted  for 
these  populations  are  critically  needed  to  impact  knowledge 
attitudes,  beliefs  and  behaviors  relating  to  AIDS  and  preventive 
health  care  in  general. 

There  is  no  economy  in  shifting  resources  from  primary  prevention  to 
care  and  treatment:    we  need  more  resources  for  both.  Impact 
aid/disaster  relief  for  Los  Angeles  would  have  to  recognize  that 
primary  AIDS  prevention  programs  impacting  on  racial  and  ethnic 
communities  are  far  more  recent  in  their  development  than  those  that 
have  targeted  the  mostly  %^ite  gay  male  community  where  resources 
for  primary  prevention  are  still  needed. 
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Programs  targeting  the  white  gay  male  community  have  demonstrated 
their  success  in  altering  behaviors  and  reducing  the  rate  of  new 
infections.     It  must  be  remembered  however,  that  they  have  been  in 
place  for  six  to  eight  years.      There  is  documented  evidence  that 
recidivism  is  enough  of  a  real  concern  to  also  justify  continuing 
those  efforts  rather  than  cutting  them  back. 

Successes  in  the  white  gay  male  population  cannot  be  used  as  a 
justification  to  relax  our  educational  efforts,  especially  where 
they  are  just  getting  underway.      We  are  very  concerned  that  there 
already  is  a  precedent  for  shifting  prevention  dollars  to  care  even 
as  racial  and  ethnic  communities  struggle  to  inform  and  educate 
those  at  risk. 

Recent  published  reports  from  the  CDC,  suggesting  that  the  early 
estimates  of  the  infected  population  in  the  United  States  where  too 
high,  sent  shudders  through  our  community  precisely  because  they 
could  justify  a  reduction  in  educational  efforts. 

Such  reports  fail  to  liighlight  the  reality  that  specific  racial  and 
ethnic  populations  are  continuing  to  evidence  dreimatic  increases  in 
the  number  of  diagnosed  AIDS  cases.     It  would  be  business  as  usual 
for  the  Federal  government  to  relax  on  primary  AIDS  prevention  just 
when  the  threat  to  racial  and  ethnic  communities  is  increasing. 
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Furthermore,  our  experience  shows  that  community-base  programs  in 
racial  and  ethnic  communities  cannot  rely  as  heavily  on  the 
volunteer  driven  model.     Our  programs  need  relatively  more 
resources . 

In  a  community  where  unemployment  and  underemployment  are  more 
significant  factors,  incentives  such  as  stipends  for  volunteers  to 
supplement  income  or  resources  to  employ  community  outreach  workers 
are  critically  needed.     Impact  aid/disaster  relief  will  require  a 
significant  primary  prevention  component  to  address  underserved 
populations  and  address  the  need  for  sustained  behavior  change  for 
all  individuals  at  risk  regardless  of  ethnic  or  racial  background. 

Having  vmderscored  the  need  for  continuing  primary  prevention 
efforts,  I  would  like  to  add  the  following  points  to  what  others 
have  stated  eibout  the  need  for  Federal  support  for  early 
intervention  programs: 

Early  intervention  must  go  beyond  the  issue  of  the  medical 
intervention  and  covering  the  cost  of  new  drug  treamtments.  HIV 
Disease,  in  a  sense,  is  also  itself  an  opportunistic  disease.  Our 
clients  need  treatment  and  counseling  for  a  whole  host  of  social, 
legal,  mental  health,  drug  use,  environmental  and  economic  issues  in 
addition  to  their  HIV  related  health  condition.    Their  ability  to 
respond  to  early  medical  intervention  and  lead  healthier  and  more 
productive  lives  is  also  dependent  on  the  support  they  receive  in 
addressing  some  or  all  of  these  other  underlying  issues  they  face. 
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Early  intervention  will  also  nean  that  case  mangagers  will  be 
dealing  with  this  issues  in  their  clients  at  an  earlier  stage  of  the 
disease. 

Community-based  case  memagement  services,  mental  health  services, 
and  financial  assistance  programs  are  currently  stretched  to  the 
limit  addressing  those  who  are  diagnosed  with  full  blown  AIDS.  Los 
Angeles  is  a  HRSA  demonstration  site.    We  are  looking  at  the 
possiblity  of  a  net  reduction  in  resources  for  case  management  next 
year.    These  progreuns  have  to  be  vastly  expamded  to  handle  the 
increased  number  of  clients  being  served.     It  would  be 
dangerous  and  counterproductive  to  induce  and  seduce  people  into 
taking  the  HIV  test  emd  then  not  provide  them  with  the  support  and 
services  they  need  to  deal  with  their  HIV  positive  diagnosis. 
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PREPARED  STATEMENT  OF  DAVE  JOHNSON 


AIDS  in  Los  Angeles:  The  Edge  of  the  Cliff 

It  is  reliably  estimated  that  between  80,000  and  112,000 
persons  are  infected  with  HIV  in  Los  Angeles  County. 

To  date,  more  than  8,000  of  these  persons  have  developed 
full-blown  AIDS. 

The  AIDS  caseload  has  already  had  a  devastating  impact  on 
County  health  care  delivery  systems.     Persons  with  HIV 
disease  generally  face  a  six  to  eight  week  wait  for  their 
first  outpatient  appointment  at  the  County/USC  Medical 
Center.     Patients  are  receiving  chemotherapy  and  other 
treatments  in  hallways  and  in  makeshift  treatment  rooms, 
because  there  is  not  adeguate  space  for  thsm  in  what  regular 
facilities  exist. 

The  demand  for  inpatient  care  is  growing  as  well.  Only 
one  of  the  five  County  hospitals  has  a  dedicated  AIDS  ward, 
and  this  ward  has  only  twenty  beds.     The  daily  AIDS/ARC 
patient  census  in  public  sector  hospitals  is  already  over 
sixty . 

The  unreimbursed  cost  to  the  County  of  this  care  is  in 
the  tens  of  millions  of  dollars  —  and  State  funds  for 
health  services  are  being  cut. 

The  situation  is  egually  alarming  for  social  and  other 
ancillary  services.    Even  in  relatively  affluent  communities 
impacted  by  AIDS,  private  dollars  and  volunteer  power  have 
reached  their  practical  limits.     The  food  banks,  case 
management  services,  psychosocial  resources,  transportation 
networks,  and  buddy  systems  that  grew  up  in  the  eighties  can 
no  longer  meet  the  accelerating  demand. 

And  the  disease  is  increasingly  moving  into  communities 
where  the  luxury  of  such  an  infrastructure  has  never  been  a 
reality.    As  the  disease  grows  among  the  poor  and  people  of 
color,  a  larger  share  of  the  cost  joill  fall  upon  public 
sector  resources  that  have  been  underserving  these 
populations  as  it  is,  while  facing  tlat  or  shrinking 
budgets. 

The  situation  today  is  bad  enough.  The  system,  already 
straining  before  the  advent  of -AIDS,  is  cracking  undex  the 
additional  pressure. 

But  now  imagine  the  impact  if  five  times  the  number  of 
people  with  AIDS  were  to  need  County  services. 

Unless  there  are  dramatic  breakthroughs  in  treatment 
within  the  next  year,  that  is  a  conservative  estimate  of  the 
growth  of  AIDS  here  in  Los  Angeles  in  the  first  half  of  the 
1990s. 
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But  Isn't  AIDS  "Leveling  Off"  in  Los  Angeles? 

HIV  is  a  relentlessly  progressive  disease,  with  an 
extraordinarily  long  incubation  period.     Long-term  studies 
in  San  Francisco  tell  us  that  within  eight  years  after 
infection,  more  than  80%  of  persons  with  HIV  are 
symptomatic,  and  nearly  40%  have  full-blown  AIDS.     With  each 
year  of  the  study,  the  symptomatic  percentage  increases. 

In  the  last  year,  there  has  been  much  discussion  about 
the  "leveling  off"  of  AIDS  cases  here  in  Los  Angeles  County, 
in  particular  among  white  gay  men. 

This  phenomenon  is  a  dangerous  illusion,  which  threatens 
to  lull  us  into  complacency  at  a  time  when  we  have  only 
months  to  plan  for  what  is  coming. 

The  apparent  "leveling  off"  is  a  product  of  two  factors: 
improved  treatment  to  delay  --  note  that  is  delay,  not 
prevent  --  onset  of  full-blown  AIDS,  and  a  myopic  tendency 
to  look  only  at  "AIDS",  as  defined  by  the  Centers  for 
Disease  Control,   rather  than  HIV  disease. 

We  have  two  important  weapons  in  our  arsenal  against  HIV 
disease:  AZT,  and  aerosol  pentamidine.     It  is  clear  that  AZT 
slows  the  progression  of  HIV  disease.     But  it  is  important 
to  remember  that  it  does  not  stop  it.     And  for  most 
patients,  the  useful  life  of  the  drug  is  at  best  one  or  two 
years . 

Were  there  no  effective  treatments  available,  our  health 
and  social  service  systems  would  be  absorbing,  today,  the 
full  impact  of  the  natural  progression  of  HIV  disease  for 
those  persons  infected  in  the  early  to  middle  1980s.  Since 
this  is  when  the  evidence  tells  us  most  current  infections 
occurred,  we  would  expect  the  rate  of  new  cases  of  AIDS  to 
be  increasing  rapidly  without  AZT. 

What  we  are  seeing  instead  is  a  fairly  steady  rate  of  new 
cases,  increasing  rather  slowly.     This  is  because  AZT  is 
"stretching"  the  impact  out  over  a  longer  period  of  time. 
While  this  is  certainly  good  news,  it  is  no  cause  for 
complacency.     Absent  more  effective  therapies,  it  is  only  a 
matter  of  time  before  those  whose  disease  is  being  delayed 
by  AZT  progress  to  symptomatic  illness. 

Thanks  to  aerosol  pentamidine,  we  are  able  to  prevent,  in 
the  vast  majority  of  cases,  the  onset  of  Pneumocystis 
carinii  pneumonia  in  persons  with  HIV  disease.  This 
prophylaxis,  however,  has  no  effect  on  the  course  of  the 
underlying  HIV  disease.     Prior  to  the  advent  of  aerosol 
pentamidine,  PCP  was  the  most  common  AIDS-def ining 
infection.     But  there  is  a  simple  reason  for  this:  it  has 
always  been  an  infection  which,  relative  to  other  infections 
in  the  "AIDS"  case  definition,  tended  to  occur  earlier  in 
the  course  of  HIV  disease.     It  was  the  AIDS-def ining  illness 
which  most  often  occurred  first . 
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The  ability  to  prevent  PCP  with  aerosol  pentamidine, 
therefore,   actually  delays  the  "AIDS"  diagnosis  without 
having  any  effect  on  the  course  of  HIV  disease,   creating  a 
seductive  illusion  of  "less  AIDS".     The  effect  of  this 
prophylaxis  alone,   ignoring,   for  the  moment,  concurrent 
antiviral  therapy,   is  to  create  an  illusion  of  delay  in  the 
onset  of  "AIDS"  by  simply  delaying  the  patient's  conformity 
to  the  AIDS  case  definition  until  further  immune  system 
damage  has  occurred  and  a  more  devastating  infection  (such 
as  cryptococcus  or  mycobacterium  avium)  develops. 

My  intent  here  is  certainly  not  to  underestimate  the 
value  of  PCP  prophylaxis;  on  the  contrary,   it  is  urgent  and 
vital.     But  if  we  believe  that  PCP  prophylaxis  is  somehow 
preventing  the  progression  of  underlying  HIV  disease  simply 
because  it  is  slowing  down  the  development  of  CDC-defined 
"AIDS",  we  are  living  in  a  fool's  paradise. 

In  communities  of  color,   because  of  the  lack  of  access  to 
early  intervention  services,  we  are  not  even  seeing  the 
illusory  "leveling  off"  phenomenon.     We  are  seeing  rapid  and 
devastating  caseload  growth.     And  the-  evidence  is  that  for 
these  populations,   the  bulk  of  infection  occurred  later 
(indeed  it  is  still  going  on).     For  people  of  color  we  do 
not  yet  even  have  a  peak  that  we  can  slow  down. 

In  light  of  these  factors,  we  can  see  that  it  is  a 
dangerous  non  sequitur  for  us  to  make  the  statement  that 
"fewer  people  are  getting  AIDS". 

The  reality  is  that  more  people  are  getting  HIV  disease, 
and  that  the  disease  is  progressing  in  all  of  them. 

New  therapies  are  thankfully  delaying  that  progression  -- 
or,   in  the  case  of  pentamidine,   appearing  to  delay  it  --  in 
communities  where  those  therpaies  are  available.     But  we 
must  realize  that  this  is  merely  buying  time.     It  is  buying 
time  for  persons  with  HIV  to  stay  alive  while  better 
therapies  are  developed.     And  for  the  health  and  social 
services  infrastructure,  it  is  buying  precious  time  (indeed, 
precious  little  time)  to  get  ready  for  the  onslaught. 


What  is  to  be  Done? 

The  present  situation  calls  for  action,  not  complacency. 
We  need  to  act  promptly  on  the  following  urgent  priorities: 


1.  Prevent  the  Further  Spread  of  HIV 

It  is  unbelievable  that  a  completely  preventable  disease 
continues  to  rapidly  spread  in  this  County  and  in  the 
nation.     We  have  known  how  to  prevent  HIV  infection  for 
nearly  ten  years.     It  is  time  to  put  that  knowledge  into 
widespread,   fully  funded  practice. 
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More  to  the  point,   it  is  time  to  stop  the  cynical  use  of 
this  disease  to  manipulate  the  sexual  and  drug  behavior  of 
people  in  this  country.     The  viewing  of  HIV  as  an 
"opportunity"  to  supress  behaviors  that  are  unpopular  is  not 
only  a  moral  outrage;  it  is  a  public  health  disaster.  It 
does  not  work.     And  we  are  running  out  of  time. 

We  must  stop  blackmailing  people  into  becoming  abstinent 
by  lying  to  them  and  telling  them  there  is  no  such  thing  as 
safe  sex.     It  is  entirely  possible  -to  have  sex  in  ways  that 
pose  no  risk  of  transmitting  HIV.     Other  forms  of  sexual 
expression  can  be  made  safer  by  the  use  of  condoms.  The 
verdict  on  these  practices  is  in:  witness  the  near-zero  rate 
of  new  infection  among  gay  men  in  San  Francisco,  a  city 
where,  you  may  be  assured,  gay  men  have  not  become  celibate. 

We  must  tell  sexually  active  people  how  to  express  their 
sexuality  without  spreading  HIV.     We  must  tell  them  all,  in 
ways  they  will  relate  to,  by  empowering  their  own 
communities  to  tell  them.     We  must  tell  our  young,  we  must 
tell  heterosexuals,  we  must  continue  to  tell  gay  men,  we 
must  tell  lesbians,  we  must  tell  people  of  color,  and  we 
must  tell  gay  people  of  color.     This  requires  us  to  live  in 
the  real  world,  rather  than  using  AIDS  to  make  the  world 
conform  to  our  fantasies  of  it.     The  alternative  is  death 
beyond  imagining. 

For  intravenous  drug  users,  we  must  commit  to  treatment 
on  demand. 

And  for  those  intravenous  drug  users  who  cannot  or  will 
not  seek  treatment,  we  must  provide  the  information  --  and 
the  tools  --  so  that  they  can  inject  drugs  without  infecting 
themselves,  their  partners,  or  their  babies.     Unless  we  wish 
to  make,   as  a  society,   the  moral  determination  that  the 
penalty  for  drug  use  shall  be  summary  execution  for  the 
user,  and  the  user's  entire  family,  we  dare  do  no  less. 


2.  Early  Intervention 

We  must  buy  time  for  everyone  with  HIV  disease.  Today, 
there  is  broad  medical  consensus  on  the  desirability  of 
early  intervention  with  T-cell  monitoring,  antiviral 
therapy,  and  PCP  prophylaxis  in  HIV  disease. 

As  we  have  seen,  this  intervention  is  critical  both  to 
the  patient  --  for  whom  it  buys  vital  time  while  newer 
therapies  come  along  --  and  for  the  entire  health  and  social 
services  infrastructure,  which  has  a  desperate  interest  in 
delaying  the  full  impact  of  existing  HIV  infection  (let 
alone  new  infections  that  are  still  occurring). 

But  early  intervention  faces  two  powerful  barriers: 
denial,  and  access. 

Many  people  with  HIV  do  not  want  to  know  their  status. 
They  may  feel  it  is  a  death  sentence.     They  may  face 
discrimination  or  violence  from  unwanted  disclosure.  They 
may  be  unaware  of  the  availability  of  treatment,  or  the 
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nature  of  that  treatment,  or  the  urgency  of  starting  it 
before  symptoms  develop. 

To  fight  this  denial,  we  need  three  elements  urgently: 

1.  Anti-discrimination  and  hate  crimes  protection  for 
all  people  with  HIV,  including  the  areas  of 
employment,  housing,  access  to  services,  medical 
care,  insurance,  and  immigration/amnesty. 

2.  Anonymous  HIV  testing  on  demand,  with  appropriate 
pre-test  counseling,  and  effective  post-test  linkage 
to  early  intervention  services. 

3.  Funds  for  a  treatment/testing  information  campaign 
in  all  communities  at  risk. 

The  Centers  for  Disease  Control  recently  announced  that 
none  of  their  funds  would  be  available  for  testing  and 
treatment  information.     We  have,  at  this  time,  no  Federal 
help  in  this  area.     It  is  not  something  which  the  already 
overwhelmed  local  governments  can  simply  add  on.  We 
urgently  need  to  overcome  the  denial  and  lack  of  information 
in  the  affected  communities  with  a  coordinated  and  massive 
public  information  campaign.     And  we  need  the  staff  and 
resources  to  link  people  to  treatment,  not  just  hand  them  a 
brochure  about  it. 

This  campaign  needs  to  be  carried  out  through  those 
organizations  with  the  credibility  and  relationships  in  each 
affected  community  to  make  it  effective. 

The  second  barrier,  access,  is  more  fundamental  --  and  at 
the  same  time,  more  urgent. 

Los  Angeles  County  estimates  that  the  provision  of  early 
intervention  services  to  those  who  currently  need  them  would 
require  an  additional  net  outlay  from  County  general  funds 
(beyond  what  is  reimburseable  from  HCFA  and  private  sources) 
of  over  $100  million. 

Without  Federal  assistance,  there  is  no  realistic  way  to 
deliver  these  services.     The  resources  simply  do  not  exist 
in  the  local  tax  base. 

And  if  we  do  not  deliver  these  services,  the  cost  of 
acute  medical  care  for  these  same  people  will  be  ten  to 
twenty  times  as  much  a  scant  few  years  down  the  road. 

The  governments  and  communities  of  Los  Angeles  County 
have  developed  a  model  early  intervention  system  for  people 
with  HIV.     An  overview  of  that  system  is  attached.     We  are 
implementing,  piecemeal,  what  elements  of  the  system  we  can 
finesse  with  existing  resources.     But  without  massive 
Federal  aid,  we  will  not  have  what  we  need  to  keep  our 
people  alive. 
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3.  Build  the  System  of  Care 


The  health  and  social  services  infrastructure  of  this 
County  is  already  overwhelmed  by  AIDS.     If  we  do  not  build 
an  effective  and  coordinated  system  of  care  for  those  with 
symptomatic  HIV  infection  in  the  next  twenty-four  months,  it 
will  be  destroyed  by  it. 

We  need  additional  inpatient,  and  especially  outpatient, 
capacity  desperately. 

We  must  build  a  comprehensive  residential  system  of  care 
that  provides  emergency  shelter,  low-cost  housing,  rental 
support,  long-term  care  for  special  needs  populations,  and 
hospice  care  for  persons  with  HIV. 

We  need  mental  health  services,  food  banks,  case 
managers,  transportation  networks,  and  psychosocial  support 
services. 

The  communities,   the  Cities,  and  the  County  have  come 
together.     We  have  the  blueprint.     We  need  the  money. 

We  must  make  a  massive  capital  investment  in  the  system 
now.     We  need  funds  to  build  the  health  facilities  and  the 
residential  care  facilities.     We  are  searching  out  every 
possible  source  of  local  and  State  capital  for  this  purpose. 
It  will  not  be  enough.     Only  a  major  Federal  investment  will 
make  this  infrastructure  happen. 

And  we  will  need  access  to  long-denied  Federal  sources 
for  the  operational  support  of  the  system.     HUD  funds  must 
become  available  for  the  residential  system.     People  with 
HIV  must  have  earlier  access  to  entitlements:  the  Federal 
government  must  not  use  the  "AIDS"  case  definition  as  a 
financial  smokescreen  to  delay  and  deny  benefits.  People 
with  HIV  have  a  serious  health  disability  and  are  in  need  of 
services. 

HCFA  reimbursement  schedules  must  become  realistic. 
Experimental  therapies  are  the  lifeblood  of  the  HIV  battle 
medically.     For  HCFA  to  refuse  to  pay  for  these  treatments, 
and  indeed  to  cut  off  all  other  reimbursements  for  those  who 
access  them,  is  unethical  and  preposterously  short-sighted. 

The  pace  of  drug  development  must  be  accelerated,  and, 
just  as  importantly,  access  must  be  broadened.     Access  to 
therapies  earlier  in  the  process  does  little  good  if  the 
drugs  take  years  to  get  through  Phase  I  trials.     For  those 
traditionally  unable  to  access  clinical  trials  --  or  early 
drug  release  programs,  with  their  attendant  ancillary  costs 
--  such  as  the  poor,  and  people  of  color  in  particular,  such 
access  is  entirely  meaningless. 

The  Federal  government  must  take  charge  of  the  HIV  drug 
war.     It  must  move  drugs  rapidly  through  early  development 
and  Phase  I.     Therapies  found  to  be  promising  after  Phase  I 
should  be  made  available,  either  through  patient-friendly 
clinical  trials  or  the  parallel  track,  to  all  persons  with 
HIV  who  need  them,  including  those  with  no  ability  to  pay 
for  them,  or  to  pay  for  ancillary  medical  testing  and 
services . 
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Impact  Aid 


More  people  will  die  of  AIDS  today  --  and  every  day  this 
year  --  than  died  in  either  Hurricane  Hugo  or  the  San 
Francisco  Earthquake. 

There  are  only  two  differences  between  those  disasters 
and  this  one.     First,  we  have  a  longer  time  to  prepare  our 
response.     Second,  the  impact  of  AIDS  will  dwarf  both  of 
these  other  disasters  in  its  scope  and  cost. 

AIDS  is  a  catastrophe.     It  is  time  to  begin  treating  it 
as  one.     The  plan  outlined  above  is  absolutely  what  is 
required  to  meet  the  disaster,  and  we  must  begin  it  this 
year  if  we  are  to  have  any  chance  of  success. 

The  alternative  is  more  than  a  human  tragedy,  devastating 
though  that  will  be.     It  is  a  financial  disaster  at  every 
level  of  government.     If  AIDS  in  the  ■1990s  catches  us 
sleeping  at  the  wheel,  we  risk  the  utter  collapse  of  the 
health  and  social  services  infrastructure  of  the  heavily 
impacted  areas  of  the  United  States.     We  surely  risk  nothing 
less  here  in  Los  Angeles. 

A  disaster  with  a  long  lead  time  can  either  be  an 
advantage,  or  a  trap. 

If  we  take  advantage  of  the  short  time  we  have  to 
prepare,  we  will  provide  the  best  possible  care,  and  keep 
the  most  people  alive,   for  the  least  money. 

If  we  fall  into  the  trap,  neither  our  system  of  care  -- 
nor  our  one  million  HIV-infected  citizens  --  will  survive. 
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HIV  EARLY  INTERVENTION  SYSTEM 


Introduction 

Until  now,  persons  who  have  tested  positive  for  HIV  infection  have  been  given 
post-test  counseling,  and  have  then  been  lost  to  the  AIDS  system  until  they  progress  to 
symptomatic  illness. 

The  testing  system  and  the  AIDS  care  system  have  been  entirely  distinct  entities. 
The  only  responsibility  of  the  testing  system  has  been  to  educate  seropositives  on  what 
the  positive  test  means,  and  how  to  prevent  further  spread  of  the  infection.  The  AIDS 
care  system  has  been  perceived  as  a  wholly  different  social  services  network  designed 
for  those  persons  with  HIV  who  go  on  to  develop  ARC  or  AIDS. 

But  the  picture  of  HIV  disease  has  changed  radically  over  the  past  few  years. 

First,  we  now  know  that  most  people  with  HIV  Infection  will  eventually  develop 
symptomatic  Illness,  if  left  untreated. 

Second,  we  now  have  treatments  that  can  retard  progression  of  HIV  disease  — 
especially  if  those  treatments  are  started  before  the  onset  of  symptoms. 

Finally,  we  have  prophylactic  therapies  that  can  prevent  many  of  the  most  serious 
complications  of  AIDS  (in  particular,  Pneumocystis  carinii  pneumonia),  and  these  too 
are  often  indicated  before  overt  symptoms  of  HIV  disease  appear. 

In  light  of  these  new  facts,  It  Is  clear  that  we  must  fill  in  this  critical  gap  in 
services  between  the  test  sites  and  the  AIDS  agency.  We  must  develop  a  smooth 
continuum  of  service  from  the  point  that  an  Individual  tests  positive  throughout  the 
course  of  the  disease.  We  must  educate  seropositives  about  treatment  as  well  as 
prevention,  and  must  specifically  connect  them  to  that  treatment  right  away. 

The  HIV  Early  Intervention  System  will  link  people  who  test  positive  for  HIV 
infection  to  a  comprehensive  system  of  monitoring,  treatment,  advocacy,  and  support 
beginning  at  the  site  where  they  take  the  HIV  antibody  test. 

This  linkage  will  help  ensure  their  successful  entry  into  an  Integrated  system  of 

care  and  support,    and   their   continued   connection   to   it.     It   will    also   build  1n 

appropriate  early  linkages  to  services  the  seropositive  person  will  require,  if  he  or 
she  progresses  to  ARC  or  AIDS. 


This  accompanying  diagram  provides  a  visual  overview  of  how  the  system  will  work. 
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THE  SYSTEM'S  ELEMENTS  IN  DETAIL 


The  Gate 

Persons  will  enter  the  system  via  the  alternative  and  confidential  test  sites. 

For  persons  who  test  negative,  the  post-test  counselor  will  work  to  reenforce  safe 
behavior  and  encourage  retesting  in  six  months,  just  as  occurs  today. 

But  for  persons  who  test  positive,  the  post-test  process  will  change. 

A  case  evaluator,  who  will  report  to  a  community-based  AIDS  agency,  will  be  located 
at  the  test  site. 

Advocacy  groups  for  people  with  HIV  will  also  have  access  to  the  test  site.  These 
groups  will  supply  seropositives  with  needed  information  and  an  ongoing  peer 
partnership  throughout  the  process.  They  will  be  available  to  meet  with  persons  who 
test  positive  on-site. 

The  post-test  counselor,  in  addition  to  his  or  her  current  mission,  will  also  do 
the  fol lowing: 

1.  Explain  to  the  HIV  positive  person  the  need  for  ongoing  monitoring,  support, 
and  possible  treatment. 

2.  Give  the  HIV  positive  person  the  name  of  the  case  evaluator. 

3.  Make  an  appointment  for  the  HIV  positive  person  with  the  case  evaluator 
(Ideally  in  about  two  weeks'  time),  back  at  the  test  site. 

4.  Make  preliminary  observations  about  the  likelihood  that  the  HIV  positive  person 
has  multiple  Issues  (e.g.,  homelessness,  substance  abuse)  that  may  require  more 
in  depth  case  management,  and  note  this  information  for  the  use  of  ttie  case 
evaluator  (or  in  extreme  cases,  refer  at  once  for  in  depth  case  management). 

5.  Let  the  HIV  positive  person  know  about  access  to  advocacy  groups  for  people 
with  HIV  available  at  the  test  site. 

6.  Give  the  HIV  positive  person  written  material  on  monitoring,  treatment,  support 
services,  and  advocacy,  thus  both  supporting  the  client's  connection  to  the 
system  early,  and  giving  the  client  some  basis  for  empowered  action  should  the 
client  not  keep  the  appointment  with  the  case  evaluator. 

The  HIV  positive  person  will  thus  have  been  advised  of  the  need  for  an  ongoing 
connection  to  the  system,  given  time  to  "digest"  the  Information,  given  a  specific  next 
step,  and  given  written  material  as  a  fallback. 

The  next  step  In  the  process  is  the  appointment  with  the  case  evaluator.  The  case 
evaluator  will  be  stationed  at  the  test  site,  but  will  work  for  a  community-based 
agency  in  the  AIDS  care  system  ~  thus  establishing  a  link  for  the  client  to  future 
services  that  might  be  needed  should  the  client  progress  to  ARC  or  AIDS. 
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The  role  of  the  case  eval'uator  will  be  as  follows: 

1.  Conduct  a  needs  assessment,  reviewing  the  client's  benefits,  Insurance,  access 
to  health  care,  and  need  for  more  Intensive  case  management. 

2.  Refer  the  client  to  additional  case  management  around  other  Issues  as  needed. 

3.  Identify,  and  connect  the  client  to,  the  most  appropriate  primary  health  care 
provider. 

4.  Develop,  in  partnership  with  the  client,  a  specific  monitoring  and  treatment 
plan,  and  define  the  next  step  in  implementing  that  plan  (e.g.:  "I  will  make 
an  appointment  at  the  County  outpatient  clinic  or  "I  will  see  may  doctor  next 
week,  and  get  my  T-cells  checked  every  three  months"). 

5.  Connect  the  client  to  specific  emotional  support  and  advocacy  services  in  the 
area  where  the  client  lives. 

6.  Introduce  the  client  to  the  support  services  system  (see  below),  and  give  the 
client  a  calendar  of  the  available  events. 

7.  Reenforce  the  need  for  avoidance  of  high-risk  behavior. 

The  Public  Awareness  Campaign 

A  public  awareness  campaign  will  need  to  be  developed  and  financed  to  educate  the 
populations  at  risk  for  HIV  infection  about  the  need  to  be  tested,  the  availability  of 
treatment,  and  the  availability  of  comprehensive  support  services. 

The  primary  purpose  of  this  awareness  campaign  will  be  to  encourage  those  at  risk 
to  be  tested  (and  thus  to  enter  the  system). 

Primary  Medical  Care  In  the  Systew 

Persons  who  test  positive  will  be  connected  to  a  primary  medical  provider. 

Depending  on  the  HIV  positive  person's  insurance  and  benefits  picture,  this  primary 
medical  provider  might  be  a  private  doctor,  an  HMO,  the  County  system,  or  a  community 
clinic. 

As  new  clinic  options  come  on  line  (e.g.,  the  early  Intervention  clinics  proposed 
In  AB  1600,  more  model  clinics  like  Nest  Hollywood,  proposed  expanded  use  of  the  County 
comp  centers,  etc.)  they  would  fit  easily  into  this  structure.  It  is  clear,  however, 
that  only  clinics  actually  able  to  treat  patients  would  be  appropriate  referrals  In 
this  model . 

The  primary  medical  provider's  task  Is  to  monitor  the  client  regularly  and  treat  as 
Indicated. 

If  the  person  remains  stable,  this  process  continues  indefinitely. 

If  the  person  progresses  to  ARC  or  AIDS,  they  are  reconnected  to  the  AIDS  system 
via  the  agency  that  saw  them  at  the  test  site. 
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The  Support  Services  System:    Sources  of  Support  and  Empowerment 

It  is  estimated  that  112,000  persons  are  already  HIV  positive  in  the  County. 

It  is  clear  that  only  a  small  minority  of  those  persons  ~  specifically,  those  with 
multiple  acute  issues  —  can  receive  what  we  would  traditionally  think  of  as  case 
management. 

The  rest  must  be  provided  with  the  tools  to  empower  them  to  act  as  their  own  case 
manager  throughout  the  process. 

To  accomplish  this,  organizations  from  different  affected  communities  will  work 
together  to  develop  a  series  of  support  services  that  are  wide-ranging,  client- 
empowering,  linguistically  appropriate,  and  culturally  specific. 

These  programs  will  include  seminars  on  benefits  and  insurance,  medical  updates, 
emotional  support  groups,  and  workshops  on  such  topics  as  sexuality,  assert! veness , 
dealing  with  the  medical  establishment,  and  amnesty  and  immigration  issues. 

Connection  to  the  Private  System 

While  this  system  will  link  persons  testing  in  the  ATS/CTS  system  to  medical  and 
support  services,  thousands  more  will  test  in  the  private  system,  generally  through 
private  physicians.  It  is  important  that  we  look  at  ways  to  link  these  people  into  the 
system. 

There  are  two  possible  approaches  to  doing  this,  which  may  both  need  to  take  place. 

First,  physicians  could  be  provided  with  specific  information  on  how  to  make 
appointments  at  the  AIDS  case  management  agencies  for  their  patients  who  test 
positive.  These  appointments  would  take  place  at  the  AIDS  agency,  but  would  otherwise 
function  just  like  the  case  evaluator  appointments  at  the  test  sites. 

Second,  it  might  be  possible  to  send  "roving"  case  evaluators  into  physicians' 
offices  where  large  numbers  of  persons  are  testing,  once  the  concept  has  been  piloted 
at  the  test  sites. 

Oversight  of  the  System 

A  broad-based  group,  representative  of  the  constituencies  of  persons  affected  by 
HIV,  is  being  convened  to  develop  and  maintain  the  oral  and  written  materials  for  the 
case  evaluators.  This  group  will  also  be  responsible  for  developing  and  maintaining 
the  calendar  of  support  services  for  people  with  HIV. 

Two  additional  entities  are  vital  to  the  currency  and  quality  of  the  program:  the 
Medical  Advisory  Board,  and  the  AIDS  Advocacy  Board. 
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The  Medical  Advisory  Board,  consisting  of  physicians,  nurses,  and  other  health 
professionals  In  clinical  practice  in  a  variety  of  communities,  would  oversee  the 
medical  content  of  the  public  awareness  campaign,  the  CBO-based  treatment  information 
seminars,  and  the  case  evaluators'  material. 

They  would  also  seek  to  establish,  and  keep  updated,  a  "community  standard  of  care" 
for  early  Intervention  efforts.  Finally,  they  would  work  to  oversee  the  quality  and 
appropriateness  of  the  medical  referrals  made  by  the  case  evaluators. 

The  AIDS  Advocacy  Board  would  consist  of  persons  with  HIV  infection,  from  all  of 
the  communities  at  risk  for  HIV.  Specific  allocations  for  women,  people  of  color,  gay 
men,  and  persons  working  In  the  field  of  substance  abuse  (and  perhaps  others)  would 
have  to  be  made  for  seats  on  this  Board. 

The  purpose  of  the  Advocacy  Board  would  be  to  oversee  the  entire  program  and 
advocate  for  the  rights  and  Interests  of  patients  at  every  step  of  the  process.  The 
Board  would  also  be  an  important  source  of  intelligence  on  new  treatment  options,  which 
could  be  reviewed  In  partnership  with  the  Medical  Advisory  Board. 

It  is  important  to  note  that  as  the  concept  of  an  ongoing  County/Communi ty  AIDS 
partnership  develops,  these  two  advisory  boards  could  be  folded  in  as  subgroups  of  the 
overall  AIDS  partnership  process,  and  could  provide  these  same  services  —  medical  and 
patient  oversight  —  to  the  entire  AIDS  system. 
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AIDS  Residential  Plan 
An  Outline  for  a  Systea  of  Care 


The  overview  of  residential  service  needs  of  people  with  HIV  which  precedes  this 
document  was.  prepared  as  a  result  of  a  detailed  process  of  regional  meetings,  site 
visits  to  other  cities,  review  by  the  County /Conmunity  Planning  Council  and  a  number  of 
AIDS  coalitions,  and  review  by  people  living  with  AIDS  in  different  communities. 

The  overview  represents  a  strong  community  consensus,  on  the  various  types  of 
residential  services  and  how  they  ought  to  be  delivered.  It  gives  us  a  context  for 
discussion  of  a  complete  system  of  residential  care  for  Los  Angeles  County. 

This  document  is  an  attempt  to  describe  such  a  system,  and  to  quantify  the  levels 
of  need  for  different  types  of  services  in  different  regions  over  the  next  three  years. 

A  Total  System  of  Care 

A  residential  system  of  care  must  be  both  comprehensive  and  effectively 
Integrated.  It  must  form  a  continuum  which  accounts  for  various  levels  of  need,  the 
changing  needs  of  individual  clients,  and  the  changing  nature  of  the  disease. 

The  system  must  recognize  that  people  with  HIV  will  need  a  wide  range  of 
residential  support  services,  including  shelter,  long-term  care,  day  care,  rent 
support,  and  hospice.  And  It  must  account  for  the  fact  that  Individual  clients  will 
likely  need  to  be  able  to  transfer  among  the  different  levels  of  care  at  different 
times  In  their  Illness. 

Case  management  is  the  glue  which  must  hold  the  system  together.  The  entire 
success  of  the  system  depends  on  a  system  of  case  management  in  which  all  of  the 
agencies  Involved  communicate  effectively  and  often,  both  with  each  other  and  with  the 
agencies  providing  the  residential  services.  The  "handoff"  of  a  client  from  one  level 
of  need  (or  one  type  of  facility)  to  another  must  be  smooth. 

The  page  whfch  follows  Is  a  diagram  of  a  complete  system  of  residential  care  for 
people  living  with  HIV. 
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The  System  In  Detail 

Persons  with  HIV  access  the  residential  care  system  from  a  variety  of  sources: 
AIDS  agencies,  hospital  discharge  planners,  the  County  Department  of  Public  Social 
Services,  the  Department  of  Children's  Services,  correctional  facilities,  and  others. 

They  may  be  acutely  homeless,  awaiting  discharge  from  a  hospital  or  a  correctional 
facility  with  nowhere  to  go  (or  an  inappropriate  place  to  return  to),  or  they  may  be 
seeking  assistance  for  an  Imminent  housing  need  created  by  financial  circumstances  that 
are  getting  progressively  worse. 

Their  entry  point  into  the  system  Is  the  intake  process. 

The  primary  purpose  of  the  Intake  process  is  to  screen  people  into  one  of  the  five 
major  tracks  of  the  system,  and  determine  their  most  appropriate  initial  referral. 

Pediatric  cases  are  screened  directly  into  the  pediatric  track,  a  self-contained 
system  Independent  of  other  tracks. 

The  four  tracks  for  adolescents  and  adults  are: 

1.  Single  individual,  single  diagnosis  (HIV  is  the  primary  Issue  and  the  housing 
problem  is  financial ) . 

2.  Single  individual .  multiple  diagnosis  (there  is  at  least  one.  major  additional 
issue,  such  as  chronic  homelessness.  psychiatric  problems,  or  substance  abuse, 
which  may  be  as  important  as  HIV,  or  even  more  important). 

3.  Fami 1 ies ,  where  one  or  more  member  is  HIV  infected. 

4.  Medically  acute,  where  a  person  is  either  in  end-stage  AIDS  or  is  currently  In 
a  condition  where  interim  intensive  medical  support  Is  needed. 

It  is  Important  to  recognize  that  in  sone  cases  people  will  need  to  move  between 
tracks  In  the  course  of  their  illness.  Case  management  is  the  client's  partner  In 
navigating  this  process. 

The  Intake  process  should  be  centralized  at  the  AIDS  case  management  agencies. 
Those  responsible  for  gate  keeping  at  the  entry  points  —  discharge  planners,  parole 
officers,  volunteers  at  smaller  AIDS  agencies  —  should  access  these  agencies  for 
Intake  to  the  AIDS  residential  system.  The  AIDS  case  management  agencies  will,  in 
turn,  need  to  be  able  to  have  access  back  to  the  referring  agencies  for  a  variety  of 
services. 

Options  on  the  Pediatric  Track 

For  pediatric  cases  of  AIDS,  it  is  crucial  to  locate  the  most  appropriate  permanent 
option  at  intake,  since  these  cases  by  definition  require  permanent  and  intensive 
support.  Pediatric  AIDS  is  defined  as  cases  involving  children  through  age  12. 
Children  and  youth  age  13  and  above  are  defined  as  adolescents.  Babies,  for  our 
purposes,  are  children  under  age  one. 
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There  are  three  broad  categories  of  service  for  the  residential  care  of 
HIV-infected  children:  placement  with  parents  or  relatives,  placement  in  foster  care, 
and  placement  In  a  group  setting.  These  further  break  down  into  five,  and  possibly 
six,  specific  options. 

Ideally,  one  of  these  options  could  be  identified  as  the  appropriate  setting  at  the 
time  the  child  Is  first  known  to  be  HIV-infected  and  a  successful  plan  is  implemented. 
However,  just  as  with  adults,  a  spectrum  of  facility  types  reflecting  varying  levels  of 
care  may  be  required  In  support  of  diagnostic  needs  and  placement  planning.  Proper 
case  management  Is  the  key  to  ensuring  that  appropriate  placement  is  maintained, 
particularly  when  the  child's  needs  change,  or,  when  care  is  being  provided  by 
HIV-infected  parents,  the  parents  can  no  longer  provide  the  level  of  care  required. 

The  five  basic  options  for  children  with  AIDS  are: 

1.  Placement  with  biological  parents,  when  possible  and  for  as  long  as  possible. 
Efforts  should  also  be  made  to  reunite  children  with  their  parents  when  the 
parents  can  provide  the  care  and  the  children  will  not  be  at  risk. 

2.  Placement  with  relatives,  as  a  secondary  choice,  when  parents  are  not  available 
or  are  too  ill  to  provi<Je  care. 

3.  Placement  in  a  foster  family  home. 

4.  Placement  In  a  group  home  for  babies  with  HIV. 

5.  Placement  of  children  or  adolescents  in  a  group  home  (not  necessarily 
specifically  for  children  with  AIDS). 

Another  option  which  requires  research  as  to  its  necessity  is  a  children's 
hospice.  Currently,  most  children  remain  In  their  own  home  or  foster  home  upon 
entering  end-stage  AIDS. 

In  some  cases,  a  chTId  may  have  to  be  place^in  one  settingTTuch  as  a  group  home, 
pending  more  permanent  placemenrin  a  foster  home  or  with  a  relative.  There'wIM  also 
be  Instances  where  the  relatives  or  foster  parents  obtain  legal  guardianship  of  the 
child,  or  adopt  the  child. 

Case  management  of  children's  cases  have  problems  not  usually  found  in  adult  cases, 
such  as  placing  siblings  together,  some  of  whom  may  be  symptomatic,  others 
asymptomatic,  and  still  others  not  infected.  The  issue  of  permanent  planning  for  these 
children  is  crucial  since  many  of  them  will  become  orphans. 

The  Levels  of  Care  for  the  Other  Four  Tracks 

For  the  other  four  tracks,  the  residential  system  of  care  has  three  vertical  levels: 

1 .  The  Shelter  System 

2.  The  Long-Term  Care  System 

3.  The  Hospice  System 
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After  intake  and  screening  into  a  track,  clients  will  likely  first  access  the 
shelter  system. 

There  are  important  exceptions  to  this  generalization. 

First,  the  client  may  be  stable  enough  for  direct  placement  Into  an  option  in  the 
long-term  care  system  (assuming  such  a  placement  is  Immediately  available). 

Second,  they  may  be  either  permanently  nedically  disabled,  or  in  end-stage  AIDS, 
making  direct  placement  into  a  congregate  living  health  facility  the  most  appropriate 
move. 

How  the  Four  Tracks  Kove  Through  the  Shelter  Systew 

Each  of  the  four  tracks  has  a  corresponding  option  In  the  shelter  system. 

The  purpose  of  the  shelter  system  is  to  provide  appropriate  residential  support, 
and  health  care  as  needed,  while  a  client's  primary  Issues  are  stabilized,  and  while 
further  assessment  is  done  to  determine  the  best  long-term  placement. 

Ideally,  a  client  should  stay  no  longer  than  ninety  days  on  the  average,  and  six 
months  at  the  maximum.  In  the  shelter  system.  This  enables  us  to  keep  the  shelter 
system  relatively  small  and  highly  specialized. 

It  cannot  be  said  too  often  that  this  entire  concept  depends  on  the  long-term 
system  being  adequate  to  the  need;  if  this  is  not  true,  clients  will  back  up  in  the 
shelter  system  and  effectively  shut  it  down. 

This  is  how  the  four  options  serve  the  four  tracks  in  the  shelter  system: 

1.  Single  individual,  single  diagnosis:    SHELTER  TYPE  1 

People  whose  primary  problem  Is  ftnanclal  require  only  baste  residential 
support;  they  need  a  roof  over  their  heads  whITe  the  ffnancial  sItuafTon  is 
stabilized.  Often  shelter  in  such  cases  Is  a  natter  of  housing  whTle  benefits 
are  pending.  Type  1  shelters  are  relatively  Independent,  unstructured 
facilities  with  fairly  generalized  AIDS  case  management  and  some  basic  support 
services  available  on  site. 

2.  Single  individual,  multiple  diagnosis:    SHELTER  TYPE  2 

Hhen  multiple  problems  are  present,  specialized  staff  on-site  1s  required.  A 
type  2  shelter  program  is  far  more  rigorous  and  structured  than  a  type  1.  Case 
management  is  more  intensive  and  deals  with  broader  issues. 


For  this  track,  the  Interim  step  of  residential  drug  treatment  may  be 
Indicated,  either  between  a  type  2  shelter  and  a  long-term  option,  or  if 
possible,  directly  between  Intake  and  a  long-ten»^t1on. 
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3.  Families:    SHELTER  TYPE  3 

A  shelter  environment  for  entire  families  where  one  or  more  persons  Is  Infected 
with  HIV  must  cater  to  the  support  of  the  entire  family  unit.  This  Is  an 
especially  acute  need  among  the  undocumented,  where  an  entire  family  may  have 
entered  the  country  illegally  to  care  for  a  loved  one  with  AIDS. 

4.  Medically  acute:    INTERMEDIATE  CARE 

Persons  who  require  Interim  medical  support  (but  who  can  reasonably  be  expected 
to  recover  enough  to  live  Independently)  can  utilize  an  Intermediate  care  or 
step-down  facility  as  the  bridge  between  the  hospital  (or  the  streets)  and  a 
long-term  placement. 

Into  the  Lonq-Tem  Systea 

The  long-term  system  must  contain  a  variety  of  permanent  placement  options. 

These  options  do  not  necessarily  correspond  to  one  of  the  original  four  system 
tracks  from  the  shelter  system.  The  shelter  system  gives  us  the  opportunity  to  assess 
clients  and  prepare  them  for  the  most  appropriate  long-term  placement. 

People  entering  on  different  tracks  may  access  the  same  long-term  option.  Even  on 
the  track  where  this  is  least  likely  to  happen  ~  those  with  multiple  diagnosis  —  it 
is  still  possible.  An  addict,  or  even  a  person  with  dementia,  can  recover  sufficiently 
to  live  Independently. 

It  is  most  useful,  then,  to  think  of  the  long-term  system  as  a  series  of  five 
options,  independent  of  the  client's  entry  track. 

The  five  options  in  the  long-term  system  are: 

_       r.    Independent    living.     Some    clients    will    recover   enough  "medically  and 
_financTal ly  to  TTve  entirely  on  their  own  rellSurcesT  perhapT"wi th  placement" 
support  services  like  roommate  referral. 

2.  Independent  living  with  rent  subsidy.  Other  clients  may  be  able  to  live 
independently  as  far  as  their  medical  condition  Is  concerned,  but  may  need 
financial  support  to  make  rent  on  limited  income. 

3.  Group  apartments  with  on-site  services.  Many  clients  who  do  not  need 
full-time  specialized  care  will  benefit  from  living  in  an  apartment 
building  or  renovated  SRO  (single-room  occupancy)  hotel  with  other  persons 
with  HIV.  This  can  be  not  only  socially  and  emotionally  supportive,'  but 
also  a  highly  cost-effective  way  to  provide  low-cost  housing  and 
consolidated  support  services  like  home  health  care. 
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4.  Clean  and  sober  group  living  for  persons  In  recovery.  People  recovering 
from  substance  abuse  will  often  need  permanent  group  living  environs  with 
others  who  are  In  recovery  as  well.  As  with  option  three,  psychosocial  and 
medical  support  services  can  also  be  consolidated  into  this  type  of 
situation. 

5.  Long-term  care  for  the  dually  diagnosed.  Many  persons  with  multiple  Issues 
(substance  abuse,  mental  health  Issues)  will  need  a  specialized  long-term 
care  environment. 

It  is  possible,  as  needs  change,  that  some  clients  will  need  to  move  from  one 
option  to  another,  even  after  placement  in  the  long-term  system. 

The  Hospice  System 

When  a  client's  medical  condition  enters  end-stage  AIDS  or  becomes  chronically 
disabling.  It  will  In  most  cases,  be  possible  ~  and  desirable  ~  to  bring  In  home 
health  care  and  keep  the  client  In  his  or  her  original  long-term  placement. 

But  In  a  significant  percentage  of  cases,  either  the  medical  condition  is  too  acute 
to  be  managed  In  this  way,  or  the  caregivers  required  to  support  such  management  are 
overwhelmed  or  absent  entirely. 

In  these  cases,  placement  In  a  congregate  living  health  facility  is  the  most 
appropriate  option. 

Medical  acuity  may  require  transfer  to  a  CLHF  during  any  point  in  the  residential 
continuum. 

Key  Ancillary  Services 

The  degree  to  which  large  numbers  of  persons  with  HIV  disease  can  live 
Independently  Is  directly  dependent  on  tfre  avallabll-rty  of  two  key  types  of  ancillary 
support  services:  ~ 

Home  Health  Care 

The  availability  of  a  number  of  home  health  care  options.  Including  home  nursing, 
attendant  care,  and  home  hospice  care.  Is  vital  to  the  success  of  this  system. 

Home  health  care  will  need  to  be  available  at  every  point  on  the  residential 
continuum  (except  for  Intermediate  care  and  hospices,  where  full-time  care  is  resident 
on-site).  This  Includes  all  of  the  various  shelter  and  long-term  options  for  children 
and  adults. 

Adult  Day  Care 

Adult  day  health  care  facilities  are  another  key  component  In  supporting 
Independent  living. 

The  availability  of  day  services  in  the  community  will  provide  a  respite  for 
caregivers,  concrete  services  for  clients  delivered  In  a  cost-effective  manner,  and 
positive  social  and  emotional  support  for  clients  and  caregivers  alike. 
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Children's  Day  Care 

Similarly,  day  care  for  children  with  AIDS  Is  needed  to  provide  respite  for 
caregivers.  Some  situations,  such  as  care  by  a  relative,  may  require  the  caregiver  to 
work  during  the  day  to  provide  a  living  for  the  family.  To  maintain  the  placement,  day 
care  must  be  available. 

D1strH)ut1on  of  Facilities/Special  Populations 

Within  each  of  the  various  types  of  residential  service,  there  will  need  to  be  a 
diversity  of  facilities. 

The  system  wlllneed  to  be  balanced  along  five  major  dimensions:  age,  geography, 
race/ethnicity,  gender,  and  sexual  orientation. 

Facilities  must  be  distributed  among  different  geographical  regions  according  to 
the  level  of  need  for  that  type  of  facility  as  determined  by  the  providers  in  that 
community.  Geographic  distribution  of  facilities  must  always  take  into  account  the 
Indigency  of  the  population,  as  well  as  the  number  of  cases  of  AIDS/HIV. 

Geographic  distribution,  and  selection  of  agencies  to  develop  and  administer 
facilities,  must  also  ensure  that  people  of  color,  people  who  do  not  speak  and/or  read 
English,  gay  and  bisexual  men  of  all  colors,  women,  children,  IV  drug  users,  and  the 
disabled  are  adequately  provided  for  in  a  supportive,  non-judgmental,  culturally 
specific  and  linguistically  appropriate  environment. 

A  certain  percentage  of  all  types  of  facilities  will  have  to  specialize  In  services 
to  adolescents  and  youth.  The  needs  of  this  population  across  all  cultures  are 
distinct  enough  to  require  specialized  services. 

The  Hext  Three  Years:    Specific  Goals 

Based  upon  the  input  from  the  regiewtl  meetings- and  ongoing  discussions  with  the 
CommunVty- Counci  1 ,  we  can  make  the -f&llowVftg  projections  about  le¥«ls  of  development- 
that  will  have  to  occur  to  make  the  jystem  work.  —  — 

These  projections  were  developed  using  a  variety  of  methods.  In  most  cases, 
projected  incidence  by  region  was  multiplied  by  the  percentage  of  cases  estimated  to 
need  the  service  by  the  local  service  providers  (as  In  the  case  of  shelter)  or  found  in 
surveys  to  choose  the  level  of  service  (as  in  the  case  of  CLHF  beds).  In  some  cases, 
the  estimates  are  County-wide  estimates,  where  regional  data  has  been  aggregated. 

Meetings  among  experts  from  the  County,  City,  and  community-based  organizations 
were  held  to  further  test  and  refine  the  estimates. 
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The  projected  needs  for  the  system  are: 

1.    We  will  need  to  develop  an  additional  240  shelter  beds  In  the  shelter  system. 
We  estimate  that  these  will  distribute  throughout  the. County  roughly  as  follows: 


We  estimate  that  most  of  these  beds  will  need  to  be  type  2  beds  (multiple 
diagnosis).  The  remainder  will  largely  be  type  1  beds  (single  diagnosis) 
except  for  South  Central  and  East  Los  Angeles,  where  a  significant  number  of 
type  3  beds  (families)  will  be  needed.  An  as  yet  undetermined  number  of  beds 
will  need  to  be  Intermediate  care. 

Some  of  these  beds  will  of  course  need  to  be  youth  beds. 

2.  To  supplement  this,  we  will  need  to  work  toward  the  following  objectives  in  the 
non-AIDS  shelter  system: 

•  That  no  person  with  AIDS  or  HIV  infection  who  otherwise  qualifies  for  any 
existing  shelter  program  outside  the  AIDS  system  shall  be  denied  access  to 
that  shelter  program  solely  on  the  basis  of  being  HIV  infected. 

•  That  the  non-AIDS  shelter  system  shall  have  an  effective  and  ongoing  link 
to  AIDS  case  management. 

•  That  existing  shelter  programs  will  receive  adequate  training  to  make  them 
appropriate  referrals  for  persons  with  HIV  infection,  who  otherwise  qualify 

~  for  thelr'prograras.  ~    — 

3.  We  will  need  to  develop  funding  for  some  level  of  temporary  or  permanent  rent 
subsidy  for  approximately  3,500  persons  per  year  County-wide. 

4.  Me  will  need  to  develop  500  new  units  of  long-term  low-cost  housing.  This  need 
Is  acute  throughout  the  County,  so  geographic  distribution  will  need,  to  be 
assessed  In  more  detail.  A  significant  percentage  of  these  will  need  to  be 
option  4  (clean  and  sober  living  for  persons  In  recovery). 

5.  We  will  need  to  develop  300  beds  for  long-term  care  for  those  with  a  multiple 
diagnosis.  Again,  further  assessment  is  required  to  determine  effective 
geographic  distribution. 

6.  We  will  need  to  bring  the  total  number  of  CLHF  beds  in  the  County  up  to  150. 
Most  of  the  regions  will  require  some  CLHF  beds. 


South  Central 
East  Los  Angeles 
Long  Beach 

Hollywood/Silver lake 
San  Fernando  Valley 
San  Gabriel  Valley 


60 
60 
40 
40 

20 

20 
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7.  We  will  need  at  least  three  adult  day  health  care  facilities  in  the  County. 
Additionally,  we  may  want  to  develop  adult  day  health  care  facilities  linked  to 
the  low-cost  rental  unit  facilities. 

8.  We  need  to  create  ]00  specialized  spaces  in  licensed  family  day  care  homes  for 
children  with  HIV  In  the  County,  with  a  concentration  in  the  East  Los  Angeles 
and  South  Central  areas.  Subsidies  to  pay  for  the  day  care  and  the  support  of 
the  day  care  homes  may  be  needed. 

9.  The  Department  of  Children's  Services  will  need  to  identify  an  additional  50 
spaces  per  year  in  foster  family  homes  to  care  for  HIV  infected  children. 

10.  The  system  could  benefit  from  the  development  of  a  cadre  of  in-home  child  (and 
adult)  respite  caregivers  who  could  come  Into  a  home  to  provide  respite  for  the 
primary  caregiver. 

11.  If  It  Is  determined  that  children's  hospices  are  a  necessary  addition  to  the 
system,  they  should  be  established. 

12.  We  will  need  to  substantially  Increase  our  capacity  in  all  aspects  of  home 
health  care,  in  particular  attendant  care. 

13.  The  County,  the  cities,  and  the  affected  communities  must  advocate  together  for 
appropriate  licensing  and/or  certification  for  all  levels  of  care  in  the 
system,  as  well  as  adequate  levels  of  funding  from  other  levels  of  government. 
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PREPARED  STATEMENT  OF  CHARLES  FORESTER 


Congresswoman  Boxer,  Members  of  the  Committee 

Thank  you  for  the  opportunity  to  share  with  your  committee  our 
concerns  about  funding  the  federal  government  response  to  the 
AIDS  epidemic. 

I  am  Chuck  Forester,  National  Co-Chair  of  the  Human  Rights 
Campaign  Fund,  the  largest  national  political  organization 
representing  lesbians  and  gay  men. 

Today  you  have  heard  eloquent  and  compelling  testimony  about  the 
need  to  expand  Federal  aid  to  fight  AIDS.    Their  requests  are 
legitimate.    They  ask  you  to  do  not  only  the  right  thing,  but  the 
smart  thing. 

The  bottom  line  is  that  the  Federal  government  is  going  to  end  up 
paying  a  substantial  portion  of  the  cost  of  HIV  infection  and 
AIDS.    By  implementing  their  requests,  you  can  stem  the  epidemic 
and  manage  the  medical  care  of  AIDS  patients  and  HIV+ 
individuals. 

Within  the  range  of  necessary  AIDS  expenditures  I  want  to  speak 
with  you  about  how  we  pay  for  it  and  address  specifically  the 
need  for  research.  ~ 


MAKING  AMERICA  COMPETITIVE 

.1  want  to  frame  the  epidemic  within  the  constraints  of 
economic  reality,  domestic  and  international. 

Internal  and  external  pressures  have  slowed  America's 
economic  momentum,  producing  a  growing  sense  that  we  may  no 
longer  be  on  the  cutting  edge  of  economic  opportunity.    He  are  no 
longer  the  dominant  force  in  the  economy  of  Earth. 

He  in  California  have  benefited/from  the  electronics 
revolution  ushered  in  by  the  invention  of  the  silicon  chip.    It  . 
lias  become  the  engine  that  drives  the  Bay  Area  economy. 
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That  revolution  was  successful  and  our  economy  grew 
handsomely  because  the  necessary  investments  were  made  in  the 
infrastructure  that  supported  the  electronics  industry: 
communication  systems,  transportation  networks,  primary  research, 
and  cm  outstanding  education  system.    The  federal  government 
played  a  key  role  in  those  investments. 

The  results  of  that  revolution  are  clearly  visible.  But 
what  next?    What  growth  industry  will  replace  electronics  as  it 
becomes  increasingly  global? 

America's  economic  prominence  has  been  challenged  in  the 
world  economy,  and  we  must  look  at  government  expenditures  in 
light  of  their  benefit  to  changing  economic  realities.  To 
maintain  our  competitive  edge,  America  must  invest  now  in  those 
industries  that  meet  two  requirements:    a)    they  are  based  on 
research  in  which  America  has  established  its  leadership,  and  b) 
they  have  the  capacity  to  grow  as  rapidly  as  the  electronics 
industry  grew. 

Bioscience  meets  those  two  requirements.  American 
scientists  and  American  companies  won  the  first  patents  and  hold 
the  most  patents  in  the  field.    More  importantly,  America 
comaands  this  field  —  in  terms  of  pure  research,  projected 
cfrowth,  and  practical  applicability.    The  products  of  American 
biotechnology  promise  to  revolutionize  medical  treatment  of  the 
two  leading  causes  of  death  in  industrialized  society:  cancer  and 
heart  attacks. 

Research  conducted  by  American  scientists  has  already 
yielded  advances  in  the  treatment  of  HIV  infection  and  AIDS. 
Moreover,  this  research  has  given  the  scientific  community  its 
first  clear  picture  of  the  human  immune  system  —  a  development 
that  will  lead  to  treating  such  perplexing  maladies  as 
Alzheimer's  Disease,  muscular  dystrophy  and  «mytrophic  lateral 
scierosis  <Lou  Gerhrifig's  disease). 

It  is  vital  that  America  maintain  that  leadership. 
Investing  in  America's  bioscience  industry  today  will  translate 
into  jobs,  medical  advances,  new  materials,  and  beneficial 
consumer  products  in  the  future.     ^ings  we  can  only  barely 
imagine  today. 

An  additional  economic  benefit  of  investments  in  bioscience 
research  that  finds  a  cure  for  AIDS  we  will  keep  HIV+  Americans 
at  their  jobs  and  will  return  many  people  with  AIDS  to  productive 
roles  in  our  economy. 
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HOW  DO  WE  PAY  FOR  IT? 

Biotechnology  is  a  cutting  edge  of  the  world  economy,  and 
AIDS  research  is  a  cutting  edge  of  biotechnology. 

The  question  is  not  whether  we  do  it,  but  how  we  pay  for  it. 

We  can  fund  AIDS  Research  by  cutting  defense  spending.  The 
rise  of  Japan  and  West  Germany  as  economic  powers  and  recent 
changes  in  Eastern  Europe  and  the  Soviet  Union  are  sobering 
reminders  that  many  of  our  investments  in  national  security  which 
had  little  pay-off  in  economic  growth  can  now  be  transferred  to 
more  productive  areas. 

The  AIDS  epidemic  is  itself  a  painful  reminder  of  those 
misplaced  investments.    We  have  a  paucity  of  new  drugs  to  treat 
AIDS  because  federal  support  for  research  in  the  science  of 
antiviral  agents  has  been  woefully  inadequate.    Our  crumbling 
health  care  system  is  evidence  of  our  failure  to  invest  wisely. 
We  know  now  that  epidemics  will  continue  to  exist,    and,  almost 
by  definition,  the  next  epidemic  will  occur  in  an  area  where 
insufficient  basic  research  has  been  done. 

In  cutting  defense  spending,  the  Campaign  Fund  recognizes 
the  short-term  need  to  put  a  portion  of  the  so-called  Peace 
Dividend  into  deficit  reduction.    We  also  recognize  the  need  to 
strengthen  our  education  system. 

The  Campaign  Fund  also  recognizes  that  federal  investments 
in  AIDS  research  will  help  build  a  strong,  competitive  economy 
for  America.     Bioscience  has  a  multiplicity  of  secondary 
pay-offs,  while  investments  in  defense  industries  are 
non-productive s  the  product  either  sits  on  a  shelf  as  we  await  a 
war  or  is  shot  into  the  air  and  explodes. 

If  Japan  is  going  to  make  the  toasters  and  vcr's  of  tomorrow 
for  the  world,  then  let  America  create  medical  miracles  for  a 
world  with  too  much  illness.    Let  us  aspire  once  again  to  a  role 
as  the  world's  great  humanitarian  nation.    A  cure  for  AIDS  will 
benefit  not  only  hundreds  of  thousands  of  Americans  but  millions 
elsewhere  in  the  world. 

There  can  be  no  better  investment  of  federal  resources. 

From  the  immediate  perspective  of  California,  the  advantage 
of  investments  in  AIDS  and  Bioscience  research  is  considerable. 
We  must  keep  our  sciences  strong,  and  investments  in 
biotechnology  is  an  effective  way  to  do  that.    California  has  the 
existing  base  of  medical,  clinical  and  research  facilities  and  a 
highly  trained  labor  pool.    We  can  assemble  the  necssary  capital. 
Investments  in  defense  spending  in  California  can  be  off -set  by 
investing  in  Biotechnology. 


i 
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WHY  AIDS  RESEARCH? 

The  AIDS  epidemic  is  not  over,  and  I  want  to  remind  you  that 
the  gay  community  continues  to  bear  the  heaviest  burden.    We  are 
asking  you  today  to  redress  this  nation's  failure  to  respond  more 
promptly  and  more  fully  to  the  AIDS  epidemic  —  a  failure  cited 
by  the  President's  own  committee  on  HIV  infection. 

In  meeting  this  challenge,  creating  a  false  debate  among 
funding  for  various  diseases  is  counterproductive  and  harms  all 
biotechnological  research. 

Annual  federal  expenditures  of  $1  billion  for  AIDS  are 
warranted  for  two  important  reasons: 

o       Expenditures  for  AIDS  research  will  benefit  research  in 
other  diseases.    As  I  said  earlier,  unlocking  the  mysteries 
of  AIDS  infection  will  have  immediate  pay-offs  in 
understanding  other  immune  disorders.    All  Americans  will 
benefit  from  such  research. 

Expenditures  for  AIDS  research  should  be  matched  with 
expenditures  in  research  for  other  diseases.    Basic  research 
has  many  applications,  and  work  in  other  areas  may  help 
unlock  the  mysteries  of  AIDS.    We  remember  that  AZT  is  the 
product  of  cancer  research. 


o       AIDS  is  the  gravest  public  health  crisis  this  nation 
has  ever  faced.     It  requires  an  immediate  response.  263,000 
people  are  expected  to  die  within  the  next  three  years. 

We  keep  playing  with  numbers,  trying  to  estimate  the  number 
of  people  infected  with  HIV,  but  the  truth  is,  we  do  not 
know  for  sure  and  we  do  know  that  the  number,  whatever  it 
is,  is  very  large.    Lowering  estimates  will  not  nsLke  it  go 
away. 

In  the  first  eight  years  of  the  epidemic,  slightly  more  than 
100,000  cases  of  AIDS  were  diagnosed  in  the  United  States. 
In  1990,  the  9th  year  of  the  epidemic,  the  next  100,000 
cases  will  be  diagnosed.    Unless  immediate  steps  are  taken, 
the  AIDS  caseload  will,  quite  simply,  overload  this 
country's  already  overburdened  health-care  delivery  system. 

Who  will  care  for  100,000  new  patients  this  year,  when  those 
already  diagnosed  must  be  treated  in  hallways  because  there 
are  no  rooms  for  them? 
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SUMMATION 

1)  Many  in  our  community,  like  nyself,  are  HIV+.  I  ask  Congress 
to  set  a  benchmark  for  AIDS  research  money  so  we  can  survive. 

The  Human  Rights  Campaign  Fund  believes  that  a  benchmark  of  $1 
for  Fiscal  Year  1991  is  required.    To  assure  the  proper 
expenditures  of  those  funds,  we  urge  you  to  designate  a 
Congressional  staff  person  to  review  federal  research  efforts  to 
date  and  monitor  expenditures  in  the  future.    We  also  urge  you  to 
ask  the  Appropriations  Committee  to  re-establish  the  earmark  on 
AIDS  research  funds. 


2)    Some  of  those  infected  with  HIV  will  survive  the  epidemic. 
And,  of  course,  those  not  infected  will  survive.    Our  children, 
including  my  18  year  old  son  Seth,  will  survive.    Lesbians,  who 
have  the  lowest  incidence  of  infection  of  any  population  group, 
will  survive.    And  those  lesbians  and  gay  men  only  now  coming  of 
age  will  also  survive. 

The  Human  Rights  Campaign  Fund  cares  profoundly  about  the  world 
these  survivors  inherit,  and  we  feel  that  it  can  be  a  better 
world  for  all  Americans  if  some  funds  now  spent  on  defense  are 
invested  instead  in  bio-technical  research.     It  will  be  a  world 
of  prosperity  and  a  world  without  AIDS. 
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PREPARED  STATEMENT  OF  CORINNE  SANCHEZ 


Congresswoman  Boxer,  and  other  esteemed  members  of  the 
Task  Force  on  Human  Resources ,  it  gives  me  honor  to 
\estify  before  you  today. 

On  behalf  of  El  Proyecto  del  Barrio  and  some  45  AIDS  and 
health  related  programs  that  make  up  the  Regional  Latino 
Consortium  on  AIDS,  I  congratulate  you  for  holding  these 
hearings . 

El  Proyecto  is  a  non-profit,  multiservice  human 
. development  corporation.  Our  organization  provides  AIDS 
education  and  prevention,  employment  and  training,  youth 
counseling  and  recreation,  and  drug  free  outpatient 
services  to  economically  disadvantaged  Latino  and  Black 
residents  of  the  San  Fernando  Valley. 

The  Regional  Latino  Consortium  on  AIDS  (RLCA)  is  comprised 
of  executives  of  HIV/AIDS  service  organizations  throughout 
Southern  California.  Our  primary  purpose  is  to  formulate 
a  strategies  to  systematically  reduce  the  incidence  of 
AIDS  among  Latinos  and  other  pec^le  of  color. 

The  major  concerns  confronting  Latinos,  Blacks  and  other 
people  of  color  are: 

1.  Increase      of     HIV/AIDS    incidence    among  minority 
populations; 

2.  Increase  of  HIV/AIDS  contraction  among  minority  groups 
through  needle  sharing  and  unprotected  sexual  activities; 

3.  Increase    of    minority    children    being    born  with 
HIV/ AIDS; 
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4.  Lack      of    culturally    appropriate    AIDS  education, 
prevention  and  treatment  efforts  for  Latinos,    Blacks  and 
other  minorities; 

5.  Absence  of  a  national  policy  to  plan,  coordinate  and 
imple^nent  strategies  to  directly  impact  needle  sharing, 
and  unsafe  sex;  and 

6.  Lack  of  funding  to  minority  community  based  AIDS 
programs . 

I  strongly  urge  you  serious  attention  to  these  concerns 
and  our  recommendations  in  addressing  the  AIDS/HIV  crisis 
in  our  state  and  the  nation.  The  recommendations  for 
federal  support  are: 

o  increase  dollar  allocation  and  establish  multiyear 
funding  to  community  based  Latino,  Black  and  Asian 
agencies  for  the  delivery  of  AIDS  education,  prevention 
and  treatment  efforts; 

o  restate  national  policy  to  encourage  collaboration  and 
coordination  of  HIV/ AIDS  services  among  government, 
private  and  community  based  agencies; 

o  establish  annual  hearings  on  status  and  strategies  to 
combat  HIV/ AIDS  in  Latino,  Black  and  Asian  communities; 

o  develop  and  expand  treatment  and  prevention  HIV/AIDs 
services  that  are  culturally  appropriate; 

o  expand  existing  data  collection  efforts  to  determine 
condition,  needs  and  effective  AIDS  prevention,  education 
and  treatment  efforts; 

o  establish  a  formal  mechanism  of  cooperation  between 
Federal,  State,  County  and  City  and  local  level 
services  on  AIDS; 

0  establish  an  effective  and  efficient  referral  system 
targeting  minorities  for  AIDS,  drug  treatment,  STD, 
prenatal,  family  planning  services; 

1  believe  that  a  comprehensive  federal  strategy  for 
funding  and  delivery  AIDS/HIV  services  would  insure  a 
strong  and  consistent  policy  in  intervening  and  preventing 
the  drastic  proliferation  of  AIDS  in  our  communities. 
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PREPARED  STATEMENT  OF  BRIAN  SLATTERY 


Good  morning,  and  thank  you  for  the  opportunity  to  appear  before  you  today.  I 
am  Brian  Slattery,  Chairman  of  the  Marin  County  AIDS  Advisory  Commission  which 
was  established  by  our  Board  of  Supervisors  to  advise  it  and  county  departments 
on  HIV  programs  and  policy.    I  am  also  the  Executive  Director  of  the  Marin 
Treatment  Center  which  has  been  providing  AIDS-related  services  for  the  past 
six  years,  focusing  on  drug  and  alcohol  users. 

Marin  County,  which  is  just  across  the  Golden  Gate  Bridge,  is  a  suburban  and 
rural  county  which  is  being  devasted  by  the  HIV  epidemic.    Next  to  San 
Francisco,  we  have  the  second  highest  per  capita  rate  of  AIDS  diagnoses  in 
California.    As  of  the  end  of  1989,  we  have  274  people  diagnosed  with  AIDS,  of 
whom  119  are  alive.     We  estimate  that  we  have  another  600  people  with  ARC  and 
from  2-5,000  now  infected  with  HIV.    AIDS  cases  are  under-reported  since  many 
of  our  residents  get  health  care  and  support  services  in  San  Francisco,  for 
which  we  are  very  appreciative  and  grateful. 

A  major  problem  for  us  is  the  failure  of  state  and  federal  agencies  to 
recognize  the  significance  of  a  high  per  capita  incidence,  especially  in 
suburban  and  rural  counties.    Other  than  San  Francisco,  Marin  and  Sonoma  are 
the  only  two  of  California's  58  counties  with  a  per  capita  incidence  of  AIDS 
greater  than  100  per  100,000  population,  yet  both  are  barely  able  to  keep  pace 
with  the  needs  of  people  with  HIV,  nor  provide  the  level  of  HIV  prevention  that 
is  needed  in  these  communities  in  which  the  virus  is  so  prevalent.    We  too, 
like  San  Francisco,  are  in  the  midst  of  a  public  health  emergency  for  which  we 
need  increased  federal  financial  assistance  now  and  for  some  years  to  come. 

In  the  past  year  Marin  has  seen  its  first  babies  with  AIDS,  a  large  increase  in 
intravenous  drug  users  being  diagnosed  (28%  in  1989),  and  Blacks  and  Hispanics 
severely  impacted  (8%  and  5%  respectively).    An  increasing  portion  of  Marin's 
people  with  AIDS  are  poor  and  uninsured.    Local  resources  cannot  provide 
necessary  health  care  and  support  services. 

Marin  agencies  recently  sought  Federal  Bureau  of  Health  Care  Assistance  grant 
support  for  increasing  primary  medical  services  to  drug  users,  their  sexual 
partners  and  children.    Although  our  application  was  approved  for  funding  the 
PHS  only  had  funds  for  15  such  projects  nationwide  and  our  clinic  and  many 
others  remain  unfunded.    Marin's  present^share  of  HRSA  funding  from  this  region 
is  a  mere  $32,500  for  an  HIV  clinic,  not  nearly  enough  to  meet  the  needs  that 
we  face  now  and  in  the  future.    Marin  County's  HIV  Response  Plan  calls  for  an 
additional  $750,000  to  fund  a  clinic,  case  managers  and  other  needed  services. 
Even  in  an  affluent  community  like  Marin  our  health  care  system  is  unable  to 
continue  to  care  for  increasing  numbers  of  people  with  HIV.    Our  private 
medical  community  will  no  longer  accept  patients  whose  only  source  of  payment 
is  MediCal  which  reimburses  far  below  the  cost  of  care.    Many  of  our  HIV 
infected  citizens  have  no  source  of  health  care  at  all  other  than  through 
emergency  rooms,  or  in  San  Francisco.    We  need  federal  funds  for  an  HIV 
treatment  center  for  people  with  HIV  infection.    An  equitable  distribution  of 
funds,  will  allocate  them  in  a  way  that  recognizes  the  disasters  created  by  a 
high  per  captia  incidence  of  HIV  as  in  Marin  and  Sonoma  counties. 
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We  are  particularly  alarmed  at  the  high  risks  to  our  teenagers  who  still  do  not 
receive  the  information  and  support  they  need  to  adequately  protect  themselves. 
While  most  teens  are  sexually  active  by  age  18  and  many  experiment  with  drugs, 
few  take  the  necessary  precautions  to  prevent  infection.    We  are  concerned 
about  our  government's  failure  to  adequately  warn  people  about  the  risks  of  the 
use  of  even  moderate  amounts  of  alcohol  and  drugs  which  can  lead  to  unsafe 
sexual  and  drug  use  behaviors. 

Finally,  I  urge  you  to  remember  that  although  many  view  HIV  as  a  long-term, 
chronic  disease,  almost  one  person  dies  each  week  of  AIDS  in  our  small  county 
(228,400  pop.)  and  there  is  still  no  cure  for  HIV.    People  with  HIV  need  wider 
access  to  promising  treatments,  and  rapid  testing  of  existing  drugs  to  develop 
better  treatment  options.    We  must  increase  and  expedite  the  federal  research 
efforts,  including  treatments  for  the  opportunistic  infections  and  diseases 
which  occur  during  the  course  of  HIV  and  which  continue  to  kill  so  many  of  our 
people.    Thank  you. 


I 
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PREPARED  STATEMENT  OF  ROBERT  E.  FRANGENBERG 


INTRODUCTION 

I  am  Robert  E.  Frangenberg,  Director  of  AIDS  Programs  for  the  Los  Angeles 
County  Department  of  Health  Services.  Thanic  you  for  the  opportunity  to  testify 
today. 

Today,  I  will  briefly  describe  the  impact  that  AIDS  has  had  on  Los  Angeles 
County,  the  progress  we  have  made  to  date  in  meeting  this  impact,  and  the 
vast  needs  we  have  during  the  next  several  years.  I  will  discuss  both 
-prevention  and  care,  with  particular  emphasis  on  early  intervention  Services. 

The  past  three  years  have  witnessed  a  major  increase  in  AIDS  programs  and 
services  in  Los  Angeles  County.  We  have  grown  rapidly  in  both  prevention 
and  treatment  programs.  The  total  Los  Angeles  County  budget  for  AIDS  in 
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1989-90  is  approximately  $60  million,  compared  with  expenditures  of  $45  million 
in  1988-89,  $26  million  in  1987-88,  and  $15  million  in  1986-87.  Net  County  cost 
in  1989-90  is  budgeted  at  $20.4  million. 

Before  I  discuss  our  efforts  and  needs,  I  will  give  you  a  brief  overview  of  our 
case  demographics. 

Demographics  and  EpidemioloQy 

The  profile  of  the  AIDS  cases  in  Los  Angeles  County  is  distinctively  different 
from  that  seen  in  New  York  and  New  Jersey  and  somewhat  different  from  the 
profile  in  San  Francisco.  Eighty-nine  (89)  percent  of  the  cumulative 
adult/adolescent  cases  are  among  gay  and  bisexual  men,  including  gay  and 
bisexual  IV  drug  users.  Even  among  those  cases  diagnosed  in  1989,  gay  and 
bisexual  men  constitute  85  percent  of  the  cases. 

Looking  at  the  cases  among  people  of  color,  79  percent  of  the  Black 
adult/adolescent  cases,  81  percent  of  the  Hispanic  cases,  and  82  percent  of  the 
Asian/Other  cases  are  among  gay  and  bisexual  men,  including  those  who  are 
drug  users. 


■  \ 
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Cases  among  heterosexual  IV  drug  users  constitute  only  four  (4)  percent  of  the 
cumulative  adult/adolescent  AIDS  cases  and  only  five  (5)  percent  of  the  cases 
diagnosed  in  1989.  In  Los  Angeles,  we  are  fortunate  that  we  have  not  seen 
the  level  of  infection  among  our  IV  drug  using  (IVDU)  population  that  New  York 
and  New  Jersey  have  experienced. 

At  this  point  in  time,  our  seroprevalence  studies  indicate  that  the  level  of 
infection  among  IVDUs  in  treatment  is  probably  still  less  than  5%.  This  gives 
us  the  opportunity  to  intervene  to  keep  this  infection  level  from  soaring  as  it 
has  in  New  York. 

A  statistic  of  great  concern  to  us  is  the  increase  in  cases  of  other  sexually 
transmitted  diseases,  particularly  among  Blacks.  This  increase  points  to 
behaviors  which  put  persons  at  greater  risk  of  HIV  infection. 

Prevention 

As  you  know,  HIV  prevention  is  not  simply  a  matter  of  providing  information  to 
people.  Prevention  must  include  behavior  change  programs  to  halt  the  spread 
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of  the  HIV  virus.    Over  the  past  four  years  we  have  implemented  a 
•eegpretGCT^tVe  prevention  program  which  includes  the  following  key  elements: 

Anonymous  counseling  and  testing  at  geographically  distributed  sites 
throughout  the  county. 

Confidential  counseling  and  testing  in  STD,  tuberculosis,  family  planning 
and  perinatal  clinics. 

Education/prevention/outreach  programs  operated  by  community-based 
agencies,  targeting  specific  populations  such  as  gay  males,  gay  men  of 
color,  IV  drug  users,  high-risk  youth,  women  at  risk,  specific  ethnic 
minority  communities,  and  incarcerated  juveniles. 

Media  campaigns  in  specific  ethnic  minority  communities. 

General  information  and  education  campaigns  such  as  AIDS  Awareness 
Month. 

Knowledge,  Attitude,  Behavior,  and  Belief  studies. 


26-383  0-90-9 
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Education  for  Health  Care  and  Emergency  Workers. 

A  guiding  principle  in  the  design  and  implementation  of  our  HIV  prevention 
activities  is  that  knowledgeable  and  credible  individuals  and  organizations  in 
affected  communities  should  design  and  implement  outreach  and  education  to 
their  own  community  members.  In  Los  Angeles  County,  we  have  a  number  of 
experienced  community-based  organizations  which  can  provide  HIV  prevention 
programs.  What  we  lack  are  the  resources  to  fund  all  that  needs  to  be  done. 

During  the  past  year  the  County  has  engaged  in  a  cooperative  strategic 
planning  process  in  partnership  with  the  community.  Through  this  process  a 
number  of  groups  have  been  identified  which  are  not  receiving  enough  HIV 
prevention  programs.  These  include  gay  men  of  color,  IV  drug  users,  women, 
high-risk  youth  and  white  gay  men.  The  primary  impediment  to  providing  these 
programs  is  funding.  Although  we  receive  funds  from  the  federal  Centers  for 
Disease  Control  for  prevention  and  surveillance,  and  although  the  State  directly 
funds  a  number  of  community-based  education  programs  in  the  county,  this  is 
not  sufficient.  The  County  does  not  have  the  resources  to  expand  these 
programs  by  itself. 
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Health  Care  and  Services 

Counties  in  California  constitute  the  health  care  safety  net  as  they  provide  the 
only  access  to  health  care  available  for  many  people.  Since  the  beginning  of 
this  epidemic,  Los  Angeles  County  has  provided  treatment  for  AIDS  patients  in 
its  six  County  hospitals.  We  estimate  that  the  County  actively  treats 
approximately  one-third  of  all  AIDS/HIV-positive  patients  in  the  County. 

In  fiscal  year  1988-89  we  provided  26,800  inpatient  days  in  County  hospitals  to 
AIDS/HIV  patients,  an  average  of  73  patients  per  day,  and  a  27  percent 
increase  over  1987-88.  We  also  provided  20,900  outpatient  visits  at  County 
hospitals  in  fiscal  year  1988-89,  an  increase  of  24  percent  over  1987-88.  The 
largest  number  of  these  inpatients  and  outpatients  are  treated  at  the  Los 
Angeles  County/University  of  Southern  California  (LAC/USC)  Medical  Center, 
which  has  one  of  the  finest  AIDS  treatment  programs  in  the  United  States. 

These  increases  in  AIDS  inpatient  and  outpatient  services  have  been  provided 
by  a  public  hospital  system  that  has  not  expanded  in  overall  bed  capacity. 
The  increase  in  inpatient  AIDS  treatment  has  placed  further  demands  on  an 
already  overloaded  system.  In  September  1989,  we  opened  a  20-bed  dedicated 
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ASDS  ward  at  LAC/USC  Medical  Center.  We  are  planning  to  open  an  expanded 
AIDS  Outpatient  Clinic  with  the  capacity  for  5,000  visits  each  month.  However, 
these  new  facilities  are  still  not  adequate  to  meet  the  projected  need. 

One  way  of  increasing  capacity  and  access  would  be  if  more  private  hospitals 
cared  for  more  AIDS  patients.  Unfortunately,  the  current  Medi-Cal 
reimbursement  rates  do  not  make  this  care  financially  feasible  for  many  private 
hospitals. 

We  have  sought  to  reduce  the  load  on  our  County  hospitals  by  developing  and 
funding  alternatives  to  AIDS  inpatient  care.  Using  its  own  resources,  Los 
Angeles  County  has  funded  AIDS  home  health  care  agencies  to  provide 
necessary  services,  such  as  attendant  care,  which  Medi-Cal  does  not 
reimburse.  This  has  enabled  us  to  discharge  patients  who  do  not  require  a 
longer  hospital  stay,  but  would  not  be  able  to  maintain  themselves  at  home 
without  this  home  health  care.  Likewise,  we  have  funded  beds  at  residential 
and  residential  hospice  facilities  for  County  AIDS  patients.  Here,  Medi-Cai 
reimbursement  is  not  yet  available.  Our  County  expenditures  this  year  for 
these  two  areas  alone  will  total  $3.6  million. 

The  key  to  this  area  is  reimbursement  and  funding.  If  adequate  reimbursement 
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is  provided  for  patients  without  insurance,  there  will  be  enough  capacity  to 
handle  the  needs  in  the  next  five  years.  Without  better  reimbursement, 
capacity  and  access  issues  will  be  critical. 

Early  Intervention  Treatment 

Despite  the  problems  just  described  in  providing  health  care  for  those  with  HIV 
infection  who  are  ill  enough  to  require  care  at  a  hospital  as  an  inpatient  or 
outpatient,  the  problems  confronting  us  in  providing  early  intervention  treatment 
are  enormous. 

The  efficacy  and  safety  of  early  intervention  have  been  demonstrated  through 
results  of  published  research.  Providing  early  intervention  treatment  as  the 
community-accepted  standard  of  care  is  now  supported  by  the  Centers  for 
Disease  Control,  the  National  Commission  on  AIDS,  various  medical  authorities, 
and  local  community-based  AIDS  organizations. 

Planning  for  early  intervention  services  in  Los  Angeles  County  is  being  done 
by  the  Community  HIV  Planning  Council  in  its  preparation  of  the  new  HIV 
Three-Year  Strategic  Plan.  The  draft  plan  estimates  that  there  are  112,000  HIV- 
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infected  individuals  currently  in  the  County  of  Los  Angeles.  Of  this  number, 
approximately  103,000  are  in  the  stage  of  HIV  illness  which  will  benefit  from 

early  intervention  services. 

The  total  costs  for  all  patients  in  the  County  in  FY  1990-91  are  estimated  to  be 
$529  million.  These  costs  increase  to  $602  million  in  FY  1992-93.  Assuming 
that  approximately  one-third  of  these  patients  are  County-responsibility,  the 
total  costs  to  the  County  are  $199  million  in  FY  1990-91  (with  net  County  costs 
of  $159  million  after  revenues  of  $40  million),  increasing  to  $226  million  (net 
County  costs  $181  million)  in  FY  1992-93. 

Most  of  the  early  intervention  treatments  in  current  use  do  not  require  the 
types  of  ancillary  services  available  only  at  hospital-based  outpatient  clinics. 
These  services  can  be  provided  at  comprehensive  health  centers  and 
community-based  clinics  with  contracted  ancillary  services.  For  County 
patients,  the  only  available  services  currently,  other  than  the  hospital  outpatient 
clinics,  are  the  West  Hollywood  HIV  Clinic  and  the  AIDS  Prevention  Clinic  at 
the  Edelman  Center.  The  West  Hollywood  Clinic  was  established  as  a  pilot  for 
such  services  in  the  County. 

Aside  from  Medi-Cal  reimbursement  of  some  of  the  costs  for  Medi-Cal  eligible 
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patients,  the  only  other  existing  source  off  revenue  to  help  fund  this  need  Is  the 
Federal/State  low  Income  drug  (AZT  and  pentamidine)  program.  Without 
additional  Federal  and  State  ffunds,  we  will  be  unable  to  ffund  the  program  at  a 
level  which  meets  the  current  standard  of  care. 

Our  Inability  to  fund  the  appropriate  level  of  early  Intervention  treatment  also 
affects  our  prevention  efforts.  If  HIV-infected  persons  are  receiving  ongoing 
monitoring  and  treatment,  Including  mental  health  counseling  and  social 
support  services,  they  are  also  receiving  positive  reinforcement  for  safe 
behaviors.  This  support  can  reduce  the  likelihood  that  they  will  spread  the 
virus  to  others. 

In  the  brief  amount  of  time  allotted,  i  have  attempted  to  give  you  a  brief 
overview  of  the  Issues  facing  us  as  we  plan  and  implement  AIDS/HIV 
prevention  and  care  In  Los  Angeles  County,  i  have  tried  to  show  how  access 
Issues  are  Inextricably  linked  with  funding  Issues^  My  basic  recommendation  is 
to  support  legislation  which  will  increase  ffunding,  both  through  increasing 
Medicare  and  Medi-Cal  reimbursement  rates  ffor  services  which  HIV-infected 
patients  use,  and  through  AIDS/HIV  specific  funding  for  prevention  and 

treatment. 

Thank  you  for  the  opportunity  to  speak  with  you  today. 
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PREPARED  STATEMENT  OF  HON.  TOM  BRADLEY 


CONGRESSWOMAN  BOXER,  I  AM  TOM  BRADLEY,  THE  MAYOR  OF  THE  CITY 
OF  LOS  ANGELES.  I  APPRECIATE  THE  WILLINGNESS  OF  THE  MEMBERS 
OF  THE  HOUSE  BUDGET  COMMITTEE  TO  VISIT  OUR  COMMUNITY  AND 
DISCUSS  THE  AIDS  EPIDEMIC  WITH  US. 

OUR  CITY,  LIKE  MANY  OTHERS,  IS  DESPERATELY  TRYING  TO  DEAL 
WITH  THE  AIDS  CRISIS.  THE  NUMBER  OF  AIDS  CASES  HAS  INCREASED 
DRAMATICALLY  BY  28  PERCENT  DURING  THE  PAST  YEAR  WITH  A 
CUMULATIVE  TOTAL  OF  8,4  09  IN  THE  COUNTY  LOS  ANGELES. 

LESS  THAN  TWO  WEEKS  AGO,  A  CLOSE  FRIEND  OF  AN  AIDS  PATIENT, 
WALKED  INTO  CEDAR  SINAI  HOSPITAL  AND  SHOT  THE  PATIENT  AND 
HIMSELF.  THIS  ACT  DEMONSTRATES  THE  FEAR  AND  URGENCY  RAPIDLY 
PERVADING  THE  PEOPLE  OF  THIS  NATION.  ONLY  WITH  A 
COMPPJIHENSIVE  PLAN  ON  A  NATIONAL  LEVEL,  WHICH  ADDRESSES 
PSYCHOLOGICAL  SERVICES,  -EDUCATIONAL  PROGRAMS,  PROGRAMS  FOR 
DRUG  ADDICTS,  AND  RESIDENTIAL  TREATMENT  PROGRAMS,  CAN  WE 
SUCCESSFULLY  COMBAT  THIS  DISEASE. 
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ALTHOUGH  THE  COUNTY  GOVERNMENT  HAS  ASSUMED  THE 'RESPONSIBILITY 
AND  RECEIVES  REVENUE  FOR  BOTH  THE  HEALTH  AND  WELFARE  OF  OUR 
CITIZENS,  THE  HEALTH  NEEDS  OF  PERSONS  WITH  AIDS  LARGELY 
MEASURE  REMAINS  UNMET. 

IN  1984,  SUPERVISOR  ED  EDELMAN  AND  I  PLAYED  A  LEADERSHIP  ROLE 
IN  ESTABLISHING  A  CITY/COUNTY  AIDS  TASK  FORCE  COMPRISED  OF 
PUBLIC  HEALTH  EXPERTS,  PRIVATE  PHYSICIANS,  AND  COMMUNITY 
LEADERS  TO  FOCUS  ON  ISSUES  RELATING  TO  AIDS,  ADVOCATE  ACTIONS 
FOR  THE  NEEDS  OF  PERSONS  WITH  AIDS  AND  EXAMINE  POLICY 
ALTERNATIVES.  THE  TASK  FORCE  WAS  SUCCESSFUL  IN  BRINGING 
TOGETHER  LOCAL  INITIATIVES  TO  COMBAT/THE  AIDS  CRISIS. 

UNFORTUNATELY,  THE  TASK  FORCE  WAS  ESTABLISHED  BECAUSE  THE 
COUNTY  BOARD  OF  SUPERVISORS  WAS  UNWILLING  TO  ACKNOWLEDGE  THAT 
AIDS  WAS  A  DISEASE  THAT  COULD  NOT  BE  HIDDEN  UNDER  THE  RUG.  I 
AM  PLEASED  TO  SAY  THAT  TWO  YEARS  AGO,  THE  COUNTY  DID 
ESTABLISH  A  COUNTY  COMMISSION  ON  AIDS  WHICH  HAS  SERVED  AS  A 
CATALYST  FOR  ACTION  BY  THE  COUNTY  TO  ADDRESS  THE  AIDS  CRISIS. 

AS  MAYOR  OF  THE  CITY  OF  LOS  ANGELES,  I  WANT  TO  USE  EVERY 
AVAILABLE  RESOURCE  TO  FIGHT  THE  SPREAD  OF  THIS  DEADLY 
DISEASE.  AS  PART  OF  MY  TESTIMONY,  I  WILL  IDENTIFY  SOME  OF 
THE  RESOURCES  THE  CITY  HAS  DEVELOPED  AND  OUTLINE 
RECOMMENDATIONS  ON  HOW  THE  FEDERAL  GOVERNMENT  CAN  PLAY  A 
LARGER  ROLE  IN  ADDRESSING  THIS  CRISIS. 
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IN  1985,  THE  CITY  OF  LOS  ANGELES  WAS  THE  FIRST  CITY  IN  THE 
UNITED  STATES  TO  PASS  AN  AIDS  ANTI-DISCRIMINATION  ORDINANCE. 
THIS  ORDINANCE  PROHIBITS  DISCRIMINATION  AGAINST  PERSONS  WITH 
AIDS  RELATIVE  TO  EMPLOYMENT,  HOUSING,  MENTAL  AND  DENTAL 
SERVICES,  BUSINESS  ESTABLISHMENTS,  CITY  FACILITIES,  CITY 
SERVICES  AND  OTHER  PUBLIC  ACCOMMODATIONS. 

UNTIL  AIDS  DISCRIMINATION  LEGISLATION  IS  PASSED  ON  THE 
FEDERAL  LEVEL,  WE  WILL  CONTINUE  TO  SEE  PERSONS  WITH  AIDS  WHO 
ARE  FIRED  FROM  THEIR  JOBS,  WHO  BECOME  HOMELESS  AND  WHO  CANNOT 
RECEIVE  PROPER  MEDICAL  CARE  AND  SUPPORT.  LEGAL  SERVICES  FOR 
PERSONS  WITH  AIDS  MUST  ALSO  BE  PROVIDED  ON  A  FEDERAL  LEVEL. 

THE  NATIONAL  COMMISSION  ON  AIDS  HAS  VOICED  ITS  STRONG  SUPPORT 
OF  AIDS  ANTI -DISCRIMINATION  LEGISLATION,  ONLY  FOR  THE 
RECOMMENDATIONS  TO  FALL  ON  DEAF  EARS  IN  THE  FEDERAL 
GOVERNMENT.  IGNORANCE  AND  FEAR  ARE  THE  ENEMY  IN  THIS  WAR, 
NOT  THE  PERSON  WITH  AIDS. 

LOS  ANGELES  IS  PIONEERING  A  COMPREHENSIVE  SYSTEM  OF 
ALTERNATIVES  TO  HOSPITALIZATION,  INCLUDING  HOSPICE-CARE, 
AIDS-TARGETED  EMERGENCY  SHELTER,  AND  LONG-TERM  RESIDENTIAL 
CARE  OPTIONS.  WE  HAVE  ALLOCATED  AN  INITIAL  ONE  MILLION 
DOLLARS     TO     HELP     FINANCE      BOTH     THE     CONSTRUCTION     OF  NEW 
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BUILDINGS  AND  REHABILITATION  OF  CURRENT  STRUCTURES.  THESE 
FACILITIES  ARE  BOTH  MORE  HUMANE  AND  SUPPORTIVE  FOR  THE 
PATIENT,   AND  FAR  MORE  COST  -  EFFECTIVE  THAN  HOSPITALIZATION. 

HOUSING  ALTERNATIVES  TO  HOSPITALIZATION  NEED  TO  BECOME 
ELIGIBLE  FOR  FEDERAL  FUNDING  FROM  HUD  AND  OTHER  FEDERAL 
RESOURCES  IN  ORDER  TO  SUSTAIN  THEIR  AIDS  PROGRAMS.  WE  NEED 
TO  RECOGNIZE  THAT  THE  NUMBER  OF  AIDS  PATIENTS  IS  RISING. 
FEDERAL  FUNDING  AND  SUPPORT  MUST  RISE  TO  MEET  THE  NEED.  IN 
ADDITION,  HOME  HEALTH  CARE  IS  A  VITAL  COMPONENT  OF  THIS 
SYSTEM  AND  IS  GROSSLY  UNDERFUNDED  BY  THE  COUNTY  AND  FEDERAL 
GOVERNMENT . 

EQUAL  ACCESS  TO  HEALTH  CARE  FOR  ALL  OF  OUR  RESIDENTS  IS 
CRUCIAL  TO  STOP  THE  SPREAD  OF  THE  AID  VIRUS.  IN  THE  CITY  OF 
LOS  ANGELES,  WE  WILL  SOON  ANNOUNCE  FUNDING  FOR  EARLY 
INTERVENTION/TREATMENT  AND  EDUCATIONAL  PROGRAMS  WHICH  REACH 
OUT  TO  THE  MINORITY  COMMUNITIES  AND  PEOPLE  OF  COLOR. 

ON  THE  FEDERAL  LEVEL,  FUNDING  FOR  EARLY  INTERVENTION  AND 
TREATMENT  FOR  HIV  INFECTION  IS  DESPERATELY  NEEDED  FOR  ALL 
HIGH  RISK  GROUPS.  IT  IS  CRITICAL  THAT  THE  DRUG  AZT,  PROVEN 
EFFECTIVE  AT  SLOWING  DOWN  THE  VIRUS  IN  THE  EARLY  STAGES,  BE 
MADE      AFFORDABLE      AND     AVAILABLE      TO      ALL     WHO     NEED  IT. 
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MINORITIES  AND  THE  POOR  NEED  BETTER  ACCESS  TO*  BOTH  CLINICAL 
TRIALS  AND  EARLY  DRUG  RELEASE  PROGRAMS.  IN  ADDITION,  MEDI 
CAL/MEDICARE  REIMBURSEMENT  NEEDS  TO  BE  EXTENDED  TO  ANCILLARY 
COSTS  OF  EARLY  DRUG  RELEASE  PROGRAMS,  AND  DRUG  PRESCRIBED 
OUTSIDE  THE  "LABEL  INDICATIONS"  FOR  THE  DRUG. 

THE  NEED  FOR  EFFECTIVE,  TARGETED  TREATMENT  INFORMATION  FOR 
MINORITY  COMMUNITIES,  INCLUDING  MINORITY  HEALTH  CARE 
PROVIDERS,  IN  WAYS  THAT  ARE  CULTURALLY  SPECIFIC  AND 
LINGUISTICALLY  APPROPRIATE,   CANNOT  BE  MINIMIZED. 

A  FOURTH  AREA  WE  NEED  TO  ADDRESS  IS  THE  HIGH  INCIDENCE  AND 
ALARMING  SPREAD  OF  AIDS  AMONG  IV  DRUG  USERS.  TODAY,  I  AM 
ANNOUNCING  MY  INTENT  TO  FUND  A  PILOT  DEMONSTRATION  PROGRAM 
FOR  EMERGENCY  AIDS  INTERVENTION  WHICH  WOULD  AUGMENT  THE 
PROGRAMS  OF  FIVE  SERVICE  AGENCIES  CURRENTLY  SERVING  HIGH  RISK 
GROUPS  INCLUDING  IV  DRUG  USERS.  THIS  EMERGENCY  AIDS 
INTERVENTION  PROGRAM  WOULD  PROVIDE  FUNDING  FOR  THE 
DISTRIBUTION  OF  AIDS  PREVENTION  KITS  INCLUDING  BLEACH  AND 
CONDOMS.  UNFORTUNATELY,  THE  COUNTY  BOARD  OF  SUPERVISORS  HAS 
BEEN  UNWILLING  TO  PROVIDE  THESE  KITS  TO  HELP  US  STOP  THE 
SPREAD  OF  AIDS  AMONG  IV  DRUB  USERS.  I  AM  ASKING  THE  CITY  OF 
LOS  ANGELES  TO  STEP  IN  AND  HELP  STOP  THE  UNNECESSARY  SPREAD 
OF  THIS  DISEASE! 
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IN  THE  SAME  LIGHT,  THE  FEDERAL  GOVERNMENT  SHOULD  IMMEDIATELY 
DEVELOP  A  COMPREHENSIVE,  EMERGENCY  PROGRAM  TO  PREVENT  THE 
SPREAD  OF  AIDS  VIA  NEEDLE  SHARING  —  THIS  INCLUDES  ACCESS  TO 
ANTI-AIDS  DRUG  TREATMENT  ON  DEMAND,  AND  DRUG  REHABILITATION, 
AND  FUNDING  FOR  PREVENTION  WITHOUT  RESTRICTIONS  AS  TO  ITS 
USE.  CURRENT  FEDERAL  FUNDS  COME  WITH  RESTRICTIONS  THAT  THE 
FUNDS  CAN'T  BE  USED  FOR  BLEACH  OR  CONDOMS;  LOCAL  AUTHORITIES 
SHOULD  HAVE  THE  RIGHT  TO  MAKE  THESE  STRATEGIC  DECISIONS. 
THIS  PROBLEM  AFFECTS  ADDICTS,  AND  INCREASINGLY,  THEIR  SPOUSES 
AND  CHILDREN,  ESPECIALLY  IN  MINORITY  COMMUNITIES.  IN  LOS 
ANGELES,  OVER  50%  OF  INFANTS  WHO  ARE  BORN  WITH  AIDS  .COME  FROM 
FAMILIES  IN  SOUTH  CENTRAL  AREA  OF  THE  CITY. 

A  COORDINATED  MASS  MEDIA  APPEAL  TO  INFORM  THE  PUBLIC  ABOUT 
AIDS  AND  TRANSMISSION  IS  ESSENTIAL  TO  ANY  COMPREHENSIVE  PLAN 
TO  DEAL  WITH  THE  AIDS  CRISIS.  THIS  INCLUDES  INFORMATION 
THROUGH  MAJOR  CORPORATIONS,  EDUCATION  THROUGH  OUR  SCHOOL 
SYSTEM,  AND  PSA'S  AND  OTHER  INFORMATIONAL  PROGRAMMING.  WE 
CANNOT  LET  THE  PUBLIC  BECOME  COMPLACENT  ABOUT  THIS  DEADLY 
DISEASE!  THE  CITY  OF  LOS  ANGELES  IS  IN  THE  PLANNING  STAGES 
TO  DEVELOP  A  COMPREHENSIVE  AIDS  EDUCATION  PROGRAM  TO 
COMPLIMENT  OUR  ALREADY  EXISTING  AIDS  EDUCATION  POLICY.  IT 
HAS  BEEN  CLEARLY  ESTABLISHED  THAT  EDUCATION  AND  ACCURATE 
CURRENT  INFORMATION  ARE  OUR  BEST  LINE  OF  DEFENSE  AGAINST  AIDS. 
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LASTLY,  INCREASED  FUNDING  FOR  AIDS  RESEARCH '  IS  OF  UTMOST 
IMPORTANCE  IN  OUR  EFFORTS  TO  STOP  THE  SENSELESS  DYING  IN  THIS 
COUNTRY . 

AIDS  IS  THE  MOST  SERIOUS  DANGER  TO  THE  PUBLIC'S  HEALTH  IN 
RECENT  MEMORY.  AS  THE  DISEASE  CONTINUES  ITS  RELENTLESS 
SPREAD  TO  ALL  SEGMENTS  OF  OUR  POPULATION,  LET  US  MAKE  NO 
MISTAKE  ABOUT  THIS:  WE  ARE  FACING  A  THREAT  OF  POTENTIALLY 
CATASTROPHIC  PROPORTIONS . 

IN  THE  FACE  OF  THIS  THREAT,  WE  MUST  DO  ALL  WE  CAN  —  AS 
INDIVIDUALS  AND  AS  GOVERNMENT  LEADERS  —  TO  END  THIS  CRISIS, 
TO  STEM  THE  SPREAD  OF  THE  DISEASE,  TO  EASE  THE  PHYSICAL  AND 
EMOTIONAL  SUFFERING  OF  THOSE  AFFLICTED  AND  TO  FIND  A  CURE  FOR 
AIDS.  WE  CANNOT  AND  WILL  NOT  SIT  IDLY  BY  AND  WATCH  AS 
THOUSANDS  DIE  EACH  YEAR  FROM  AIDS. 

IT  IS  THANKS  TO  PEOPLE  AND  ORGANIZATIONS  WHO  ARE  TESTIFYING 
TODAY,  THAT  IN  RESEARCH  LABORATORIES  AROUND  THE  WORLD,  IN 
MEDICAL  CENTERS  AROUND  AMERICA,  -AND  IN  THE  LEGISLATIVE  HALLS 
OF  GOVERNMENT,  CONSCIOUSNESS  IS  FINALLY  BEING  RAISED  THAT  A 
BATTLE  MUST  BE  WAGED.  AND  A  WAR  MUST  BE  WON.  SPEAKING  FOR 
THE  CITY  OF  LOS  ANGELES,  THIS  CITY  WILL  NOT  REST  UNTIL  THIS 
KILLER  IS  DEFEATED.  THIS  IS  NOT  A  POLITICAL  ISSUE,  BUT  AN 
ISSUE  OF  HUMAN  DECENCY .  WE  MUST  AGREE  TO  FIGHT  THE 
IGNORANCE,   FEAR  AND  HYSTERIA  ABOUT  AIDS. 
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HONORABLE  MEMBERS  OF  THE  COMMITTEE,  WE  MUST  ALL  FACE  THE  FACT 
THAT  THE  PROBLEM  OF  AIDS  IN  LOS  ANGELES  AND  THROUGHOUT  OUR 
NATION  WILL  NOT  DISAPPEAR.  AS  WE  ENTER  A  NEW  YEAR,  WE  AS 
GOVERNMENT  OFFICIALS  MUST  FORGE  A  PARTNERSHIP  —  A 
PARTNERSHIP  OF  FEDERAL,  STATE  AND  LOCAL  GOVERNMENTS  WHO  WILL 
WORK  TOGETHER. 

UNQUESTIONABLY,  THE  TIME  FOR  DIRECT  ACTION  IS  NOW. 
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I  COUNTY  OF  MARIN 

«  DEPARTMENT  OF  HEALTH  AND  HUMAN  SERVICES 

a 


Alcohol  and  Drug  Programs 
Room  278.  Civic  Center 
San  Rafael.  CA  94903-4133 
(415)  499-6781 


5  January  1990 


HON.   BARBARA  BOXER,  Member  of  Congress 
6th  District,  California 
450  Golden  Gate  Avenue 
San  Francisco,  CA  94102 

Dear  Congresswoman  Boxer: 

ATTN:  MARK  CLOUTIER 

RE:       BUDGET  COMMITTEE  HEARINGS 

This  will  respond  to  your  27  December  1989  letter  announcing  efforts  to  gather  testimony 
for  establishing  the  1990  federal  AIDS  budget. 

We  in  the  alcohol  and  drug  program  community  continue  to  address  the  HIV  epidemic  in 
our  prevention  and  recovery  programs.  Increasingly,  the  federal  government  has  provided 
funding  to  supplement  the  drug  program  delivery  system.  A  portion  of  the  federal  block 
grant  for  drug  programs  is  designated  for  intravenous  drug  users  (IVDU's).  The  waiting  list 
reduction  grant  program  has  increased  our  drug  program  capacity.  The  CDC  funded  HIV 
Counselor  program  also  focuses  on  intravenous  drug  use. 

While  we  applaud  these  efforts,  we  are  alarmed  with  the  fact  that  no  funding  exists  on  the 
alcohol  program  side  to  increase  the  alcohol  program's  capacity  to  serve  HIV-infected 
individuals.  Alcohol  programs,  which  also  serve  those  vnth  HIV,  are  in  need  of  increased 
capacity  and  higher  funding  levels  in  order  to  meet  needs  that  are  intensified  as  a  result  of 
HIV  infection.  Alcohol  recovery  programs,  and  particularly  residential  alcohol  recovery 
homes,  are  on  line  to  assist  in  early  intervention  for  the  HIV  positive  population  and,  in  fact, 
have  been  doing  this  work  without  the  benefit  of  additional  funding  support  for  several 
years. 

While  the  epidemiological  trail  to  HIV  infection  through  the  use  of  needles  is  clear,  the  use 
of  alcohol,  and  alcohol  in  combination  with  other  drugs,  and  its  disinhibiting  effect  on  sexual 
behavior,  may  be  more  of  a  conduit  in  terms  of  the  numbers  of  people  infected. 
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Alcohol  use  is  still  the  most  pervasive  and  devastating  drug  problem  in  our  culture,  affecting 
more  people  and  resulting  in  a  higher  dollar  cost  than  other  drug  problems.  All  of  the  "War 
on  Drugs"  hype  has  not  changed  this  fact.  Societal  denial  of  the  extent  of  alcohol  problems 
is  perhaps  nowhere  more  sinister  than  it  is  in  our  refusal  as  a  culture  to  connect  alcohol 
use  with  the  spread  of  HIV  infection. 

I  am  enclosing  an  article  written  a  couple  of  years  ago  that  attempted  to  bring  attention 
to  this  issue.  It  is  still  among  only  a  few  pieces  that  elucidate  these  issues. 

In  1989,  seven  of  my  friends  died  of  HIV  infection.  All  were  members  of  the  recovering 
alcoholic  community.  However,  the  problem  extends  beyond  alcoholism  or  problem  drinking. 
Alcohol  use  in  proximity  to  sexual  intimacy  potentiates  unsafe  sexual  practices. 


Thank  you  for  offering  the  opportunity  for  comment. 


Sincerely, 


RUSS  MILLS,  Director 
Alcohol  and  Drug  Programs 

RM:dw 


Enclosure 
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AIDS  Is  an  Alcohol-Related  Problem 


by  Russ  Mills 

As  the  volume  of  literature,  both 
scientific  research  and  spec- 
ulative treatise,  on  Acquired 
Immune  Deficiency  Syndrome  (AIDS) 
and  AIDS  Related  Complex  (ARC) 
expands,  it  is  increasingly  evident  that 
an  insufficient  amount  of  attention  has 
been  devoted  to  examining  the  magni- 
tude of  the  alcohol  connection.  While 
epidemiological  evidence  clearly  estab- 
lishes that  contaminated  outfits  shared 
during  intravenous  drug  use  are  a  direct 
route  for  the  entry  of  HIV  (Human 
Immunodeficiency  Virus)  into  the  sys- 
tem, the  enormity  of  the  more  general 
role  played  by  alcohol  and  other  drugs 
in  the  transmission  of  AIDS  is  less 
clearly  articulated.  We  have  failed  to 
elucidate  dramatically  for  the  public 
that  AIDS  is  an  alcohol-related  problem. 

The  connection  between  AIDS  and 
alcohol  use  must  be  observed  within  the 
context  of  alcohol-related  problems  and 
society's  understanding  of  those  prob- 
lems. While  most  Americans  may  view 
the  use  of  alcohol  as  an  area  over  which 
they  exercise  responsible  and  rightful 
control,  the  alcohol  field  s  leadership,  in 
viewing  alcohol  use  as  a  public  policy 
issue,  would  most  certainly  disagree,  at 
least  insofar  as  the  level  of  control  is 
concerned.  Recently,  for  instance,  the 
(then)  Acting  Director  of  the  National 
Institute  on  Alcoholism  and  Alcohol 
Abuse  (NIAAA).  Loran  Archer,  declared 
that  the  terms  "responsible  drinking" 
and  "responsible  use  of  alcohol"  should 
be  stricken  from  the  lexicon  of  alcohol 
prevention  language.  Followed  by  many 
statewide  organizations  in  California, 
this  long-time  and  respected  leader  in 
the  alcohol  program  field  underscored 
that  drinking  is  not  responsible,  and  that 
alcohol  use  is.  indeed,  risk-taking 
behavior 

The  numbers  certainly  support  this 
contention.  According  to  the  State  of 
California  (California  Alcohol  Program 
State  Plan.  1985).  10%  of  adult  males. 
3%  of  adult  females,  and  19%  of  youth 
between  14  and  17.8  years  are  problem 
drinkers,  including  alcoholics— a  stag- 
gering 1.560.000  people.  It  is  within  this 
context  that  we  have  experienced  the 
emergence  of  AIDS  and  all  of  its  related 
illnesses  and  attendant  problems. 

If  the  alcohol-problem  rate  is  high  in 


society  at  iarge-which  none  of  the 
experts  in  the  field  would  argue  and 
which  the  foregoing  figures  support- 
then  the  rate  may  only  be  viewed  as  phe- 
nomenal, epidemic,  and  decimating 
among  homosexuals.  A  1977  report  on 
alcoholism  in  the  gay  community,  com- 
pleted by  the  Gay  Community  Services 
Center,  Los  Angeles,  placed  the  problem 
drinking  rate  among  adult  homosexuals 
at  slightiy  under  one-third,  or  31.96%. 
There  is  no  reason  to  believe  that  this 
number  has  diminished. 

Of  great  importance,  then,  is  a  paper 
recently  prepared  by  the  AIDS 
Behavioral  Research  Project  and 
reported  in  Health  Education  Quarterly. 
June  26. 1986.  It  states  that,  in  a  group  of 
655  respondents  (male  homosexuals  in 
various  risk  categories  in  San  Fran- 
cisco), those  who  drank  at  all  before  sex 
were  twice  as  likely  to  engage  in  risk- 
taking  sexual  behavior  as  those  who  had 
not  been  drinking.  The  findings  become 
increasingly  alarming  as  other  drugs  are 
added  in  combination,  so  that  individu- 
als using  three  or  more  drugs  during  sex 
were  4.3  times  more  likely  to  engage  in 
risk-taking  sexual  behavior  than  those 
who  engaged  in  sex  without  the  use  of 
alcohol  and  other  drugs. 

Clearly  the  use  of  alcohol,  alone  or  in 
combination  with  other  drugs,  corre- 
lates with  unsafe  sexual  practices  that 
may  place  individuals  at  risk  of  infec- 
tivity  with  HIV.  TTie  importance  of  alco- 
hol as  a  risk  factor  to  the  infected 
individual  and  the  sex  partner(s).  and  to 
uninfected  individuals  who  continue  to 
drink  before  engaging  in  sexual  activity, 
cannot  be  overstated. 

The  correlation  between  alcohol  or 
other  drug  use  and  unsafe  sex  is  critical 
when  viewed  within  the  context  of  a 
population  grouping  of  gay  men  that  is 
at  much  higher  risk  for  alcohol-related 
problems  than  the  general  population. 
Hie  high-volume,  high-risk,  multiple- 
partner  sexual  lifestyle  of  large  numbers 
of  male  homosexuals  who  have  con- 
tracted AIDS  or  ARC.  or  who  are  HIV 
seropositive,  is  no  coincidence. 

The  vast  upheaval,  migration,  and 
transplantation  of  literally  millions  of 
Americans  in  the  post-War  era  probably 
has  affected  no  other  state  as  dramat- 
ically as  California.  Dislodged  from 
extended  families,  friends,  and  social 
support  systems,  many  Californians 


today  may  have  less  sense  of  belonging, 
of  being  rooted  in  the  soil,  than  other 
people.  Among  these  immigrants  are 
many  individuals  from  special  popula- 
tion groupings,  including  Hispanics. 
Blacks,  and  Asians  (not  to  mention  gays 
of  all  ethnic  groupings),  who  for  one  rea- 
son or  another  have  sought  economic  or 
personal  freedom  and  advancement  on 
the  West  Coast.  Transplanted  peoples  at 
various  stages  of  acculturation  undergo 
stress  that  often  is  relieved  by  the  use  of 
alcohol,  alone  or  in  combination  with 
other  drugs.  The  emergence  of  the  "sin- 
gles bar"  is  a  phenomenon  of  this  era, 
providing  a  forum  for  easy  social  meet- 
ing and  interaction. 

As  much  of  the  literature,  notably  the 
current  definitive  Con/ronling  AIDS, 
published  by  the  Institute  of  Medi- 
cine/National Academy  of  Sciences, 
signals  increasing  AIDS  infection  of  the 
heterosexual  population  and  an  expan- 
sion from  the  urban  centers  to  all  areas 
of  the  country,  it  becomes  even  more 
necessary  to  highlight  alcohol's  role  as  a 
social  lubricant  in  our  culture-one 
which,  since  the  last  World  War.  has 
become  overwhelmingly  pervasive. 
Alcohol,  as  a  stimulant  to  the  rapid  and 
completely  democratic  spread  of  all  sex- 
ually transmitted  diseases,  will  surely 
play  a  significant  role  in  fostering  the 
explosion  of  AIDS  into  the  heterosexual 
population  in  the  declining  years  of  the 
1980's.  although  the  rate  is  not  expected 
to  be  as  rapid  as  it  has  been  in  the  gay 
and  bisexual  populations. 

We  who  work  in  the  alcohol  field  need 
to  take  note  of  a  new  variable  in  our 
approach  to  addressing  alcohol  and 
alcohol-related  problems  in  individu- 
als, families,  neighborhoods,  the  com- 
munity, and  the  environment.  That  new 
variable  is  AIDS  with  all  of  its  implica- 
tions in  terms  of  human  suffering,  final- 
ity, and  cost. 

Approaches  and  strategies  for  helping 
individuals  and  families  will  have  to 
confront  the  denial  of  alcohol  and  other 
drug  use  while  si multaneoush  allowing 
sufficient  time  for  persons  with  AIDS 
and  ARC.  and  for  HI\'  seropositives,  to 
come  to  terms  with  this  life-threatening 
virus  and  all  of  its  attendant  problems  in 
accord  with  current  strategies  for 
addressing  catastrophic,  life-threaten- 
ing illness.  Concurrently,  prevention 
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and  education  campaigns  designed  to 
reduce  the  spread  of  AIDS  must  take 
into  account  alcohol  and  other  drug  use 
as  a  direct  and  primary  risk  factor.  No 
longer  should  the  probable  resultant 
lowering  of  inhibitions  be  passed  off  as 
being  of  secondary  importance  in  the 
spread  of  this  illness. 

Policy  makers  may  use  the  AIDS-alco- 
hol  connection  to  put  new  energy  into 
initiatives  to  create  alcohol-  and  drug- 
free  environments  in  which  people  can 
co-mingle.  Efforts  for  change  might 
focus  on  educational,  cultural,  employ- 
ment, social,  and  recreational  settings. 
As  with  most  other  significant  changes 
that  have  occurred  in  the  alcohol  field 
over  the  years,  pressures  from  with- 
out-in  this  case,  a  deadly  virus-should 
encourage  creativity  and  program 
development  from  within. 


Russ  Mills  is  the  alcohol  program 
administrator  for  the  Monterey  County, 
California.  Department  of  Health.  Mills 
also  is  a  cofounder  and  member  of  the 
board  of  directors  of  the  Monterey 
County  AIDS  Project  (MCAPJ. 


Note:     Since  April  1987 
Mills  has  been  the  Alco- 
hol and  Drug  Program 
Administrator  in  Marin 
County,  California. 
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459  Potrero  Avenue 
San  Francisco,  CA  94110 
(415)  861-6261 

January  16,  1990 


Congresswoman  Barbara  Boxer,  Chair 

Human  Resources  Task  Force  of  House  Budget  Committee 

19th  Floor  Ceremonial  Courtroom 

450  Golden  Gate  Avenue 

San  Francisco,  CA  94102 


Dear  Congresswoman  Boxer  and  Task  Force  Members: 

The  perspective  I  bring  to  these  hearings  is  one  of  a  person  living  with  AIDS  who 
has  four  years  of  client  advocacy  experience  among  the  homeless  and  substance 
abusing  populations.  Within  these  communities,  much  of  the  effort  you  are 
considering  today  and  for  the  near  future  will  have  little  impact  unless  a 
component  of  that  effort  includes  outreach  to  these  special  communities. 

We  have  several  models  of  HTV  treatment  operating  in  San  Francisco  today:  not  by 
intent,  but  by  circumstance.  One  model  provides  services  based  on  standard 
referral  techniques,  patient  participation  in  treatment  schemes,  easy  patient 
communication,  and  tiie  ability  of  the  patient  to  juggle  appointment,  medication, 
and  food  schedules.  The  result  of  this  model  is  that  HIV/ AIDS  becomes  a 
manageable  chronic  illness  with  the  positive  social  consequence  that  early 
intervention  is  meaningful.  Another  model  takes  people  who  are  homeless  or  with 
active  substance  abuse  issues  in  the  throws  of  a  medical  crises  -  usually  in  ER  at 
SF  General,  provides  referral  to  Ward  86  for  formal  diagnosis,  and  develops  a 
treatment  plan.  However,  the  patient  is  referred  from  a  medical  emergency  with 
poor  regenerative  potential,  is  difficult  to  contact,  has  difficulty  managing  the 
appointment,  medication,  and  food  schedules  his/her  treatment  requires,  and 
frequently  dies  within  6  months  of  diagnosis  with  the  social  consequence  that 
friends  see  that  "you  get  AIDS,  you  die". 

This  second  model  requires  several  special  solutions  to  be  turned  around.  Clients 
have  to  be  discovered  before  medical  emergencies  present  themselves.  CHOWS 
trained  in  referrals  who  access  clients  on  the  streets  and  who  have  the  capacity  to 
provide  housing  vouchers,  referral  to  GA  and  SSI  application  processes,  assistance 
with  applications,  and  access  to  limited  money  management  as  is  provided  by  the 
Tenderloin  Housing  Clinic  but  increased  to  include  SSI  money  management  needs 
to  be  arranged  so  that  stable  housing  can  be  provided.  We  need  to  be  truthful  in 
our  dealings  with  clients  who  have  active  substance  abuse  issues.  Many  are  not 
ready  to  commit  to  drug  detox  programs  and  drug  detox  programs  have  waiting 
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lists.  We  need  to  provide  appropriate  housing  for  these  clients  (without  becoming 
their  co-dependents)  or  face  the  social  consequence  of  increased  HIV  infection.  We 
need  to  recognize  the  case-management  component  of  this  fight  to  be  a  legitimate 
contractual  expense  recognized  in  the  RFP  process. 

You  will  be  hearing  many  submissions  detailing  need  for  resources  so  that 
agencies  can  deal  with  the  patient  crisis  in  HIV  disaster  centers  -  such  help  is 
urgently  needed  and  not  argued  against  by  me.  My  concern  is  that  these  agencies 
are  beginning  their  intake  at  their  front  door,  on  their  schedule,  and  do  not  have 
the  capacity  to  reach  many  clients  in  need. 

Lastly,  I  feel  particularly  uncomfortable  with  the  need  to  argue  for  specialized 
treatment  for  HIV/ AIDS  patients.  However  HIV  is  an  epidemic  with  disastrous 
consequences  which  has  out-stripped  the  pre-existing  social  support  network.  I 
know  that  most  members  of  the  Task  Force  recognize  this,  but  I  urge  you  to  also 
look  for  long  term  solutions  which  provide  support  and  treatment  for  all  patients 
with  a  life  threatening  diagnosis.  As  a  society,  we  cannot  morally  deem  one 
groups  suffering  to  be  more  significant  than  another's. 
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HOSPITAL  COUNCIL 


OF  NOHTHEHN  »ND  CENTfW.  CALIFORNIA 


January  23,  1990 


The  Honorable  Barbara  Boxer,  M.C. 
U.S.  House  of  Representatives 
450  Golden  Gate,  Room  13102 
San  Francisco,  CA  94102 


Dear  Congresswoman  Boxer: 

On  behalf  of  the  members  of  the  Hospital  Council,  I  am  writing  at  the  suggestion 
of  Mark  Cloutier  as  a  follow-up  to  the  public  hearing  held  in  San  Francisco  on 
January  16,  1990.  Had  the  hearing  schedule  allowed  it,  we  would  have  addressed 
the  following  points: 

1.  Patients  with  AIDS  and  HIV  illnesses  generally  end  up  on  Medi-Cal 
but  Medi-Cal  funding  does  not  cover  the  full  cost  of  care  for  any 
diagnosis,  particularly  the  high  cost  of  AIDS  care,  given  the 
associated  intensive  support  services  which  are  needed.  In  1989, 
California  hospitals  lost  more  than  $1  billion  on  Medi-Cal 
unreimbursed  costs. 

2.  Inadequate  reimbursement  forces  physicians  to  limit  the  number  of 
Medi-Cal  patients  in  their  practice,  which  limits  overall  access 
to  primary  and  specialty  care. 

3.  Regulatory  relief  is  needed  to  facilitate  the  use  of  non-acute 
levels  of  care  when  they  are  most  appropriate. 

4.  Funding  agencies  should  place  a  priority  on  supporting  and 
expanding  existing  successful  programs  before  funding  new  and 
untested  programs. 

5.  Reimbursement  for  non-acute  levels  of  care  should  cover  the  true 
costs  of  providing  care.  This  will  encourage  providers  to  develop 
programs  in  new  licensing  categories  and  will  allow  for  the 
provision  of  more  appropriate  non-acute  levels  of  care. 

Thank  you  for  the  opportunity  to  submit  our  comments  and  for  your  continued 
concern  for  health  care  funding.  We  look  forward  to  seeing  you  in  Washington, 
D.C.  at  the  end  of  this  month. 

Sincerely, 


J.  Michael  Gallagher 
President 
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PREPARED  STATEMENT  OF  LEE  C.  SMITH 


Good  Bornlng.  Hy  nane  is  Lee  Salth.  I  am  a  aenber  of  Mayor  Agnos's  HIV  Task 
Force  in  San  Francisco  and  President  of  Levi  Strauss  International. 

As  you  know,  our  coanunity  is  one  that  has  worked  hard  to  gamer  the  resources 
necessary  to  aeet  the  needs  of  those  affected  by  HIV. 

Our  coBDunity-based  organizations,  our  local  goverraent,  and  the  local 
business  coonunity  were  soae  of  the  "first  responders"  in  their  fields  to 
attei|)t  to  Beet  the  grave  needs  presented  by  AIDS. 

Nevertheless,  ^y  year  on  the  Mayor's  HIV  Task  Force  has  brought  ne  face-to- 
face  with  the  harsh  reality  created  by  a  prolonged  epideaic.   (^ite  si^)ly, 
the  duration  and  scope  of  the  HIV  crisis  have  outpaced  the  currently  available 
resources  to  fight  it. 

Today  you  will  hear  others  outline  the  discrepancy  between  the  linits  of  local 
resources  and  the  exploding  needs  of  HIV  disease.   The  discrepancy  is 
daunting.   With  your  help,  it  is  also  sunaountable. 

Each  of  us  have  unique  resources  we  can  and  oust  contribute  to  the  fight 
against  AIDS.    I  believe  that  is  as  true  for  the  San  Francisco  business 
coBDunity  as  it  is  for  aeabers  of  your  conittee. 

Let  we  speak  first  to  the  role  I  believe  is  appropriately  assused  by  the 
business  coaaunity. 

The  Mayor's  HIV  Task  Force  has  identified  seven  essential  w^s  we  can  fight 
HIV.    I  wholly  endorse  these  reconendations  and  believe  their  i^)leBentation 
will  go  a  long  w^  toward  easing  the  horrible  toll  HIV  is  exacting  in  the  Bay 
Area. 

First,  we  aust  educate  e^)loyees  and  continually  restate  the  facts  about  HIV 
transmission.    For  aany  adults,  the  work  place  is  the  only  place  where  this 
life-saving  inforaation  will  be  available.   Ue  cannot  aiss  the  opportunity  to 
educate  and  infora  this  sector  of  our  society. 

Second,  the  business  conunity  aust  iaprove  health  benefits  and  access  to 
decent,  affordable  health  care  for  its  eaployees. 
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AIDS  is  exacerbating  an  already  over  burdened  and  costly  health  care  systea. 
The  business  conunlty  should  lead  the  vay  in  addressing  systeaic  changes 
necessary  to  lower  health  care  costs,  provide  access  to  treatment  for  those  in 
need  and  prevent  or  delay  disease  progression. 

The  private  sector  aust  carry  its  fair  share  of  the  health  care  burden  without 
instituting  or  condoning  unfair  di serial natory  practices  in  private  insurance 
coverage. 

This  is  critical  to  iBpleaenting  sane  early  intervention  prograns  Baking  life 
extending  drugs  available,  through  insurance  coverge,  to  all  who  require  then. 

Third,  we  need  to  recruit  volunteers  to  provide  such  needed  skills  and  labor 
for  AIDS-related  services  in  the  Ba^y  Area. 

To  date,  an  heroic  effort  has  been  aade  by  aany.    Literally  hundreds  of 
thousands  of  hours  have  been  voluntarily  given  to  support  the  San  Francisco 
Model  of  cooBunity-based  care.    But  the  past  and  current  volunteers  cannot 
keep  up  with  the  burgeoning  case  load.    They  are  shouldering  a 
disproportionate  share  of  the  responsibility  for  handling  an  epidenic  that  is 
a  coonunity-wide  problea. 

We  need  eaployers  to  proactively  encourage  their  people  to  volunteer. 

Fourth,  businesses  can  help  by  enhancing  skills  of  conaunity-based 
organizations. 

Many  of  the  agencies  in  the  Bay  Area  are  now  aulti -ail lion  dollar 
operations.   Businesses  can  lend  technical  assistance  in  such  areas  as 
financial  and  long  range  planning  and  personnel  development.    Ue  can  also 
provide  in-kind  services  like  photocopying,  transportation  and  printing 
capabilities. 

Fifth,  private  corporation  and  foundation  aonies  are  essential  for  our 
agencies.    These  desperately  needed  funds  often  cover  vital  prograas  the  state 
and  federal  govemaents  cannot  or  will  not  support. 

Please  do  not  aisunderstand  ae.    In  ^  epideaic,  the  federal  governaent  has 
and  is  expected  to  take  ^  large  share  of  the  funding  responsibility. 
Nevertheless,  responsible  corporations  and  business  people  also  have  an 
obligation  to  give  -  and  give  generously  -  to  coasunity- based  agencies  which, 
for  too  long,  have  had  to  bear  the  brunt  of  the  epideaic. 

Sixth,  businesses  aust  work  to  sta^>  out  discriaination.    In  our  cooaunity, 
AIDS-related  discriaination  often  takes  on  aore  subtle,  though  no  less 
insidious,  foras.    The  presence  of  discriaination  is  costly  to  San  Francisco 
businesses  and  to  people  with  HIV  disease. 

In  a  recent  San  Francisco  survey  of  self  identified  gay  aen  who  chose  not  to 
be  tested  for  HIV  antibodies,  the  priaary  reason  was  fear  of  loss  of  health 
insurance. 
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This  is  a  horrifying  fact  and  a  Justifiable  fear  on  the  part  of  these  men.  If 
individuals  could  possibly  benefit  froa  antibody  testing,  treatment  or 
■onitoring,  they  Bust  be  able  to  co«e  forward  for  assistance  without  fear  of 
losing  their  health  benefits  altogether. 

Discrimination  against  those  with  HIV  disease  or  those  presumed  to  be  infected 
with  HIV  is  unwarranted,  unacceptable  and  inhuaane.    It  oust  be  abolished. 

Seventh  and  finally,  the  business  coawjnity  oust  actively  support  reasoned 
public  policies.    Businesses  aust  make  their  concerns  known  in  Washington  and 
we  must  articulate  our  beliefs  regarding  the  above  recoanendations.  Rather 
than  divert  scarce  resources  to  fight  discriainatory  propositions,  like  Prop. 
102,  we  need  to  support  forward  looking  legislation  like  The  Aaericans  with 
Disabilities  Act. 

That's  Bore  or  less  what  we  in  the  business  comunity  can  and  will  do. 

But  our  effectiveness  depends  on  your  effectiveness.    Here's  what  you  can  do. 

You  can  be  willing  to  take  political  risks  and  support  inftact  aid  and  disaster 
relief  aeasures  so  that  adequate  aonies  are  appropriated  to  assist  cities 
hardest  hit  by  HIV. 

You  can  respond  to  this  prolonged  crisis  with  the  saae  urgency  and  intensity 
with  which  you  responded  to  the  earthquake. 

You  can  provide  and  encourage  a  well  inforaed,  reasoned  and  expeditious 
response  fron  our  federal  govemaent  to  assist  us  in  ending  this  epideaic. 

You  can  provide  this  comnunity  with  the  financial  resources  essential  to  fight 
this  epideaic. 

We  can  work  together  and  succeed  or  we  can  fail  each  other  and  consequently 
fail  our  coanunity. 

Thank  you. 
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